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Introduction 

From Munich to Castro Street 

"It's very frustrating because here I am at the pinnacle of my career. I could do 
literally anything I wanted in the world of journalism, and you're left with the strange feeling 
that your life is somehow finished without being completed," said Randy Shilts, author of the 
magnum opus of the AIDS pandemic, And the Band Played On, months before he himself 
died of AIDS in 1994 ("Randy Shilts.") Activists, city officials, old friends and colleagues 
converged in droves at Glide Memorial United Methodist Church in San Francisco's decaying 
Tenderloin District the morning of February 22, 1994, to pay homage. 

"Can an aging faggot get a seat around here?" John Cailleau, a Shilts acquaintance 
from the decadent 70s heyday, asked a guard. 

"We don't use that word around here," the guard responded. 

"A lot has changed since California Hall (San Francisco's Stonewall)," Cailleau 
thought to himself. Earlier in the week the Rev. Fred Phelps had announced he was bringing 
members of his Topeka, Kansas congregation to picket "the faggot writer['s]" funeral. Fears 
of violence lingered as the crowd of two thousand waited for the service to begin. Two men 
held signs, "OUR RIGHT TO LOVE" and "OUR RIGHT TO GRIEVE." In the end, the 
Phelps group was pelted with eggs and ran. Phelps tried to take refuge in a police van but the 
cops kicked him out (Raine and Flinn, 1994). The spectacle around the Shilts funeral 
encapsulated many things he had fought for. All his life he had aspired for gays and lesbians 
to live and die with dignity and respect. Perhaps the most disturbing aspect of Shilts' death 
was the books he did not get to write, the memories lost. He was planning on writing his 
memoirs of San Francisco in the 70s, '80s, and '90s. This story, like those of so many others, 
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is gone. His death leaves a huge void. 
Waves 

Randy Shilts wrote of the migration of a group to San Francisco and the destiny that 
befell those people. People flock to San Francisco in waves. They always have. They come 
to find something which has eluded them within their lives. They come here to get away 
from the formality of the East Coast. This is the myth of San Francisco. Every year another 
wave. A couple of years ago, one third of the graduating class from Brown University moved 
to San Francisco. Coal miners came for gold in the 1840s. A century later, soldiers came to 
ship off to fight the Japanese. Those who were discharged because of sexual orientation 
stayed. They certainly weren't going home to Altoona, Pennsylvania, to explain just exactly 
why they were not fighting the Good War. In the '50s they came to North Beach for the 
poetry, the jazz, to get away from Ozzie and Harriet, McCarthy and generational conformity. 
In the late 60's, they came to the Haight/Ashbury for the acid, the Dead, the surreal and as 
Robert Crumb confessed "Some of that free love action." By the 70s, crowds in lumberjack 
shirts, jeans and hiking boots, with toned bodies and bar mustaches came for a piece of 
liberation and God knows what else on Castro Street. As the '80s turned into the '90s, 
another wave hit. The San Francisco Model was heralded around the world for an 
enlightened range of programs servicing people with AIDS. This time Folks came to 
descended on San Francisco from all parts, ironically, for just a bit of that sanity, again 
hoping to heal themselves (Weiners, 1995). 

Fading Voices and Memories... 

Across the city on the morning of Shilts' funeral, George hobbled with his walker out 
of an elevator at the AIDS housing facility where he lives and I work. He had wasted to a 
point where his emaciated bicep could be held between a thumb and forefinger. His once 
black mustache was now gray. His Creole accent was still thick. 
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"Hi Ben," he said as he sat on a couch in the lobby. 
"How was the movie last night George?" I asked. 

"Pure camp," George smiled, "but I couldn't enjoy it too much because the seat was so 
uncomfortable. My rump's gotten so small, it's all bone. I don't get padding," George 
confessed. He died a month later. His old lover, Rick, came by the building to pack his 
things. 

"After three days on the respirator, he told the doctor to pull the plug. He died within 
the night. The man never hurt a soul," Rick recalled. 

"Except for the homophobes who came to the Stud in the 70s looking for fights." 
George told me he would prance around until one of them would start something then he'd 
beat the tar out of the guy." 

"Yeah, he used to call home and tell me, 'I did it again. Now everyone in the bar is 
buying me drinks.' When he was done with one of those guys he would tell him, 'Go home 
and tell your friends you got beat up by a fag!'" Of the migrants who came in the 70s, the 
Stonewall Generation, a majority of have passed. Their deaths leave a huge void. 

Many of the PWA's (People with AIDS) where I work have told me they intended 
someday to write down everything they have learned. Melvin, a black man who served in the 
army in the Czech Sudetenland, told me stories about his years romping around Europe. He 
regretted not having written his story down. "I wanted the world to know that as a gay black 
man with AIDS, I have been able to make it." Sigemund, a blond haired painter who walked 
with a limp, used to hobble through the building clad in dirty sweat pants, dress shoes, plus 
wire rimmed glasses. He tried to hunt and peck his way through his memoirs before he 
became too suicidal to work. I found him odd looking until I saw one of his works at a local 
gallery. I saw in the brush strokes in his self portrait the motion of his limp. It occurred to 
me that in the portrait as in his life, Sigemund's limp obfuscated the dignity of his face. The 
opportunistic infections eventually caught up with him and he died while seizuring. 

These men lived through the litany of failures as doctors developed treatments with 
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the sophistication of blood-letting; as Shilts (1987: P. 595) noted, the President shook his fist 
at "the Evil Empire" while failing even to mutter the word AIDS for six years and the plague 
raged unchecked. Having felt the consequences of our culture's awkward and frequently 
Byzantine means of grappling with death and disease, their time ran out; their experiences, 
for the most part, are lost. 

The day Melvin died, I went to buy a tape machine to use for taping the recollections 
of other PWA's so as never to watch another story like his vanish. I made a flyer with the 
headlines: "Calling All Stories, Remember Reagan and GRID? Living Long Term with 
HIV?" and placed it all over the city. Although few women or people of color responded, gay 
men responded in force (Shepard, 1996). As PWA's willing to share the memories of the last 
twenty-five years are a difficult group to attract, I engaged in a form of snowball sampling, 
asking interviewees if they knew anyone else willing to talk, taking their names down and 
contacting them (Rubin and Babbie, 1993). I formally interviewed some thirty PWA's for the 
project. 

Sometimes my position as an advocate is apparent. It is true, I feel passionately 
about issues where ignorance, selective compassion and cultural arrogance made life 
unnecessarily difficult for people already ill, postures which continue to impede a rationale 
and humane policy toward putting a stop to the epidemic to this day. 

But in my advocacy I can only make common cause. I am not HIV Positive. My life 
and my plans have never been impeded by it. An interchange with a friend I knew well, 
Hugo Manzo, another man at the building, clarifies this. Hugo was depressed. In a fit of 
naivete and a misplaced effort to be empathic, I repeated a social work cliche to him, "I'll be 
there for you," in reference to inevitable final days. He responded by reminding me, "I have 
heard that a lot before. Don't say that, Benjamin, because it is a lie. You don't know what 
you are saying. You have no idea how painful that would be. I understand that." I'd like to 
think of all Americans on Martin Luther King's terms, "We are bound together in a single 
garment of destiny," (Braithwaite and Lythcott, 1991). But, as another PWA responsed to 
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another, "We're all in it together," statement from a case manager, "No, you can drive home. 
You can walk away from AIDS any time you want. I do not have the same luxury." There 
are limits to walking in other people's shoes. 

Foundations 

In an article entitled, "Eros and Anxiety in Fin De Siecle San Francisco," I first 
interviewed PWA's about their lives in the context of the Fin De Siecle (Morten, 1979). The 
comparisons to the decadence of Vienna and Weimar, Germany are compelling. Inflation 
plagued both Carter and Hindenburg. Liberalism eros and suspicion of something sinister 
walked hand in hand in both eras. These premonitions came to fruition both in the '30s in 
Germany and in the '80's here. A culprit lay in the murky San Francisco fog just as Peter 
Lorie hid in the dark alley nights of Fritz Lang's 1931 pyschological mystery "M." Light 
bends (Williams, 1968). Weimar introduced the twentieth century to the idea of moral 
relativity (Gay, 1968; Kaes et Al, 1994; Derfler, 1990, Willet, 1978). The AIDS era offered 
the century it's culmination. 

AIDS in San Francisco grew out of the best, the most joyous decade in Gay History, 
the 1970s. The decade ended with assassins' bullets and riots much like 1968 and '69. 
Photographs of Bobby Kennedy and Harvey Milk hung adjacent to each other in Hank 
Wilson's office in the Ambassador Hotel. The 1979 White Night Riots presented gays 
defending themselves and the end of the liberation decade with tooth and nail, a last stand, as 
if they knew something terrible was right around the corner just as Fritz Lang, Oscar 
Kokoschka and Max Beckman knew a menace was in their presence during the Weimar years 
of the 1920's and '30's (Shilts, 1982; Johannes, 1992, Weitman, 1992). 

The AIDS era in America followed the Viet Nam era of the '60s and '70s, just as the 
country was trying to put the conflict behind it. The apparently unwinable battle against the 
disease has been called the 1990s' Viet Nam (Null, 1995). Tim O'Brien (1994) writes about 
Viet Nam as a cancer he carries through his life. The Viet Nam he speaks of applies to the 
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malignant legacy this conflict has left on the American psyche. Through the Viet Nam 
Syndrome, Americans acknowledge that awkward part of our ambiguous national identity 
which sees the world in terms of us and them and values human life with conditional love. 
Human lives become expendable. Stalin once claimed fifty deaths were tragedy, one million 
were politics. Through the story of HIV, we revisit these themes. Dr. Anthony Fauci of the 
National Institutes of Heath compares the daily rates of new infection to three 757's crashing 
a day. The UN stipulates the number is around 7,500 a day (Simmons, 1996). 

"The shadow of this country is coming through," Richard Chavez observed of the 
unending years of the epidemic. The 1979 White Night Riots unfolded because Supervisor 
Milk, "Mayor of Castro Street," as Shilts dubbed him, and Mayor Moscone were forsaken by 
a jury. Their assassin received a seven-year sentence for their murder. Message: it was all 
right for a former policeman to gun down a "faggot supervisor," (Shilts, 1982). It's OK for 
faggots in San Francisco to die by the thousands. America's selective compassion for the 
dead is the "Ascending Shadow" referred to in the title, White Nights and Ascending 
Shadows. Milk and Moscone were the first to be forsaken. Over the following 18 years, 
15,590 San Franciscans would die of the deadly plague while no national strategy was drawn 
to take on the epidemic (Krigler, 1996). The White Night Riots cast a long shadow on the 
AIDS era. The riots continue to this day, a ghost dance. Interviewees recall that night and it's 
legacy on the epidemic and the rest of their lives. 

Contexts and Attrition Rates 

The influence of disease on human history cannot be under- estimated 
(Swenson,1988, William McNeill, 1976). Renaissances have been born out of plagues 
(Hartt, 1987). Early in 1995, Frank Rich wrote of the influence AIDS has had on our culture: 
"History may show that the epidemic has changed our culture in much the way that the 
cataclysmic carnage of World War I transformed English literature. However it turns out, 
this is the story of our time." AIDS has produced a generation of HIV positive writers 
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devoted to Sartre's idea of engagement, telling this story with their last gasps. Both Paul 
Monette and David Feinberg, who wrote books on AIDS themes, died in 1995. Writer Larry 
Kramer, who first recognized the impending disaster by founding GMHC and ACT-UP, is 
positive. Through her newsletter and organization, WORLD, Rebecca Denison does more 
for HIV positive women than all SF AIDS Inc. combined. She is positive. Many of the most 
effective AIDS activists who have fought the pandemic the longest, are positive. They are 
lions in winter. The attrition rate is phenomenal. Their deaths leave a huge void. 

In a final interview, Monette spoke of the responsibility of his HIV- colleagues, "We 
have to count on them to make sure our story is told and not forgotten. It's going to be a long 
time before history can look back and say, 'Oh, what was AIDS?'" (Zachary, 1995). 

Methods 

I was able to interview a few such San Francisco lions, most notably Cleve Jones, as 
well as 30 other veterans of the epidemic. With a nod to Studs Terkel's (1967) methodology, 
I did not seek out those who already have forums for their ideas, instead leaning toward 
attempting to create a people's history of this epidemic. Jones, a noted exception, as the city's 
most famous street activist, offered the historical backbone which other personal histories 
flesh out. 

The transcripts, although edited, cut, and pasted in the same format as Stein and 
Plimpton's (1982) Edie: An American Biography, are presented with an effort at maintaining 
the integrity of the interviews. Interviewees are introduced as necessary to the larger story. 
Tolstoy used the first 100 pages of War and Peace to introduce the characters at a cocktail 
party. Such methods slow things. If confused, refer to the "Biographical Notes" following 
the introduction. 

The interviewees were conducted using a set list of questions, although most 
interviewees talked without interruption in accordance with methods utilized by the 
Holocaust Oral History Project. As a social worker moonlighting as a writer, I was interested 
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in both listening to people tell their stories and tapping into social history. Conseqently, the 
work utilizes contemporary narrative approaches (Borden, 1991, Hillman, 1983, White & 
Epston, 1990, Phillips, 1994). 

Stories sustain us. As life histories represent narrative truths, they do not always 
represent historical truth. I do not vouch for facts stated by interviewees. Borden (1992) 
writes, "Each person becomes a historian of the self, developing an internally consistent 
interpretation of the life cycle so that past, present, and future are experienced as congruent." 
The work does not, however, serve, as Schlesinger (1996) warns, to use history as a form of 
social and political therapy. 

Narratives Approaches and a Plea Against the TV Memory Starting with Thomas and 

Znaniecki's (1918-1919) Polish Peasant, social researchers have used life stories to analyze 
the subjective meaning of social life. In The Natural History of a Delinquent Career, Shaw 
(1931: P.ix) stipulates: "The life-history record is a relatively new instrument for the study 
of human behavior." Oral traditions have, however, been used to recount the shape and 
history of time, forming world views of cultures, nations, and peoples (Martin, 1996: P. 4). 

"Did you ever ride a railroad train and the very first time you saw a plane, did you 
think the world had gone insane? Tell me what you got to say," Keen (1988) writes a 
Grandfather. As the 20th century lurches toward culmination, oral tradition fades, and quite 
unsurprisingly, people wonder lost within dark woods, hidden from themselves and their 
communities. Freedman & Comb (1996: P. 1) use of the metaphor of the life story to 
consider: "people's lives as stories." The narrative life story telling process, by allowing 
people to rebuild and remember previously dislocated aspects of their lives into whole 
forward leaning units (Borden, 1992: P. 136), offers a route out of the concrete jungle. 

Many narrative theorists approach the field from a post modernist point of view which 
acknowledges the existence of social constructs and a monolithic dominant culture in which 
some thrive and some must fight to survive. Freedman & Comb (1996: p. 1) use the 
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metaphor to refer to the idea: "Every person's social, interpersonal reality has been 
constructed through interaction with other human beings and human institutions." This 
dominant culture, against which all points of view are measured, is perceived as a source of 
the modern demoralization (Kierkegaard, 1859, P. 85). It produces a reifying, flattening out 
of personal memory and heritage (Marcuse, 1977, 1964, Freeman and Combs, 1996: p26-7). 
Marcuse (P.73) stipulates: "All reification is forgetting." Oral tradition, therefore, can serve 
an antedote. Germain (1990) notes, sharing "life stories" is a healing process. Modern man 
is lost, amnesia ridden. This work strives to initiate remembering. 

Social norms are relative. In striving to compile a truthful history of San Francisco's 
extraordinary last 25 years, I have maintained an amoralistic tone. Freedman and Combs 
(1996: P.42-3) explain that social norms determine which stories are shared or go 
"unstoried." People are weary of sharing their stories because of social forces. In 
"Psychology and Literature, " Jung ( 1966: p. 92-3) confesses an interest in junk fiction and 
rawer narratives because they contain socially unsanctioned ramblings. These narratives 
are not easily reconciled with contemporary morality. Jung saw a "wealth of meaning, " 
here, although generally, such work is, "observed as to be the fantasies of the insane. " He 
explains, "We feel reassured by this explanation and turn back to our picture of a well- 
ordered cosmos, " an immage quickly dispelled in the eyes of those willing to face realities of 
plague and poverty. 

Jane Addams explained the approach she took to listenning to narratives of another 
misunderstood group, the visitors to her Hull House. "The Settlement House Movement" she 
explained, "does not lay so much stress on one set of virtues, but views the man in his moral 
aspects," (Franklin, 1986). Addams placed little emphasis on diagnosing the guests of the 
Hull House. Instead she sought to listen, meeting guests where they were, not where she 
wanted them to be (Trattner, 1994, Goldstein, 1990). This project was executed from a 
similar mode. 

Increasingly, social workers are bridging the gap between social work and oral 
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history. Despite the debates about the relative merit of statistical vs. case studies & life 
histories (McNight, 1987, Kurtz, 1984, P. 85-6), narrative approaches have received renewed 
interest in recent years. Kelley (1995: P. 351) explains that qualitative case studies better fit 
the spirit of post modern narrative approaches than do controlled experimental design studies. 
They strive to understand world views rather than measure them. Realities are not considered 
fixed. Martin (1996: p. 8) has attempted to integrate social work and oral history on the basis 
of: a) obtaining information where little evidence exists or where documentation is suspect, 
b) revising history in which conclusions are suspect; c) protecting against loss of history; and 
d) collecting data to paint a holistic pictutre of biopsychosocial functioning. 

As personal lives are dissected, taken apart like clocks, one forgets about the 
integrity of distinct points of view (Kissinger, 1995). The recollections constituting this work 
come in the voices of people in hospital beds and living rooms sharing memories of friends 
and worlds long passed. Through the oral history telling process, personal mythologies, 
passions, and longings are recovered; identities are embraced and reconstructed as whole 
entities; individual consciousnesses are re sanctified (Kris, 1956, Cohler, 1982, White & 
Epston, 1990). They remind us of the force of the individual voice. 

I have sought to allow those who have watched the plague from the very beginning to 
share their stories. In five years there may not be any more survivors from the epidemic's 
early years. Others must bear witness to the lost family members, the dementia, the young 
left as widows, the budget cuts, the women dead who were never diagnosed, the 
condescending doctors, the foot-dragging, the wasting syndrome, the weekly obits, the 
emotionally shell- shocked, those who died by themselves in hospital beds, those who have 
watched 60 or 70 friends die, those we loved who lost their minds to the tragedy and the 
humanity of AIDS. 

The First Generation of AIDS is Over. 

Across the world, people have created a movement to fight AIDS. San Francisco's 
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contribution to this fight grew out of the Gay Liberation Movement (Jones, 1995). At a huge 
cost, Stonewall lurched forward. Kaposi's Sarcoma brought death, disease and queerness 
irretrievably out of the closet. Previously hushed whispers around booming health care costs 
turned to screams and all America benefited. The San Francisco AIDS story is tale of how 
gay rights became human rights. With the Concord Data recognizing AZT's "limited 
usefulness," a Democratic President in the White House, and reports that a second wave of 
infection had begun, HIV/ AIDS entered a second generation with few solid answers ("The 
Second Wave," Gross, 1993). At the International AIDS Conference in Yokohama in 1994, 
Jonathan M. Mann, Harvard Professor of Epidemiology, acknowledged the need for 
rethinking: "It is now evident to all that while the first period, the first global AIDS strategy 
and all our work based upon it, was courageous, extremely important and necessary, it is also 
manifestly insufficient to bring the pandemic under control," (Pollack, 1994). Today, 
questions abound regarding acccess to the new AIDS drugs (Kramer, 1996). I entered the 
interviews believing that PWA's, having had the most at stake, have a unique perspective 
with which to reassess and offer fresh insights into the strengths and weaknesses of the First 
Generation. 

"AIDS and the way we handled it can be seen as a model for a range of problems," 
activist Hank Wilson explained. AIDS fits into a mosaic of American poverty. Within the 
history of the AIDS pandemic, a cautionary tale on the complexities of tackling American 
social problems unfolds. We see the excitement and community vitality when volunteers 
lined up in force to serve their communities during the mid '80s, only to watch these grass 
roots organizations lose sight of their origional goals and become bureaucratic monsters. 
Debilitating community infighting ensued. The AIDS fight has something to teach all those 
interested in addressing the array of American social problems. 

Instead of re verbalizing Shiltesque considerations of AIDS policy on a macro level, I 
documented a series of choices PWA's have made for their lives. Instead of a common 
historical thread weaving through the various interviews, I found that everyone chooses their 
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own priorities. In a time when the conventional wisdom of the first generation of AIDS 
advocates has come into question, PWA's must choose for themselves how they best believe 
they can take on this disease. Life with HIV offers no absolutes, in the same way that the 
years after World War I presented few certainties for the survivors. Neither the government 
nor, until recently, the medical establishment have offered solid solutions. PWA's often 
know more about the disease or how their bodies are functioning than their doctors. Like the 
ever mutating nature of the virus itself, I found a range of strategies for battling both the 
disease and the industry surrounding it. Some interviewees chose to become activists. 
Others chose to look inward. Others challenged themselves to take care of those closest to 
them. Every person in whom the disease becomes active must live with choices about what 
to do with limited time. When every cough could be the beginning of a bad day, possibly a 
trip to the hospital, maybe a month-long stay or a taxi ride leading to the final destination of a 
hospital bed the arena of choice becomes critical. These are personal accounts of choices 
made with information in constant flux, telling this fundamentally American story of the last 
fifteen years, as HIV slowly became another fixture and failure on the American historical, 
political landscape. 

Community Anxieties, Fog and Shaky Foundations 

Rev. Mark Stanger We're just short sighted, when I was growing up we were all taking 
polio vaccine in the '50s. There's always some terror out there. The city is the place of 
culture and life and interaction and commerce and creativity, but there's always danger. 
There's always danger where people are huddled together in a mass, a crowd at a soccer 
game. When we were kids in Catholic School in the Midwest there was a terrible fire in a big 
school in Chicago. Many children died. Nuns died and nuns threw kids out windows to save 
their lives. That was held up to us as a lesson about being careful and about safety and about 
all the protection of that Catholic School Atmosphere yet danger was lurking even there (see 
Cowan & Kuenster, 1996). And I think that's why the city of Florence, the city of San 
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Francisco or anywhere, I mean, cities are wonderful places, it's the image we use for Heaven, 
City of God, the Heavenly Jerusalem. We don't talk about the great pasture. We talk about 
the city. It's been populated and built. But, like Venice it's built on canals, like here it's built 
on landfill and earthquake faults. That ambiguity exists. There's that ambiguity whether we 
have the plague or street crime. There are land mines and there are things to be tasted and 
savored everywhere and that's just what life is about. We try to sanitize it or we may see it as 
only dangerous and only menacing. 

And having been here for the quake, we know that the image in the Midwest is that 
some day California is going to fall off into the sea. We don't feel that way here. We feel the 
main lines will fail and electricity will be off. Trucks won't get here with food and buildings 
will collapse. It won't be as quick and merciful as just falling into the sea. We know it's a lot 
more ambiguous and a lot more fraught with danger and uncertainty than something as pretty 
as that. 

Be it a Tsunami, my big fear, I guess I'm developing my own mythologies and my 
own feel for it here and why I ended up here. It has a sublime beauty here. We're this little 
island nation just perched, this gentle opening in the cliffs that Sir Francis Drake couldn't 
even see from his ship that opens into the great bay. It's this fragile little beautiful edge of a 
continent. And here we are... 

1988, Bad News and Trip Back Home.... 

Raoul Thomas It's just, all the questions came up at once, Who do I tell? How do I 
tell them? What do I tell my family? How do I talk to lovers, all the people I have slept with? 
How far back?" All of those questions came up really quickly. But that first day afterwards, 
I just remember, I couldn't deal with all those questions at once. Suddenly you feel like 
you're told that your life is going to be condensed to two years, too many major issues come 
up. Everything became urgent. You have to plan for your life and plan for your death at the 
same time. When you're in the middle of all that, you get these things from left field like, 
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suddenly close friends begin to die, former roommates begin to die. My doctor died. One of 
my favorite professors in school died. All within a very short time. 

Mom was incredibly supportive, I think I even told her that first week. That was my 
signal to tell people. I went back to Connecticut. I'm from a big family. There's 13 of us 
altogether so there were a lot of people to tell, to sort of explain this to. Each one of them has 
their own families and they don't know what life was like during that time period Before. 
From the mid-'70s through the mid-'80s, it was everything that Armistead Maulpin talked 
about in Tales of the City times a hundred. That was just a tiny glimpse into it. It was a 
supermarket of sex back then, everywhere. It was delicious. You couldn't not take a bite. 

I always wondered how you could walk. There was no way to not be in on it and how 
could they not be in ecstasy. By the time I had arrived in the mid-'70s, it was just getting to 
its peak. It was like the fruit that was in season at that time. You took more than a bite, you 
just did, unless you were a celibate minister. Everybody was having sex with everybody. 
That was pretty much how it was then. Besides the bath houses, there were even bisexual 
bath houses back then, but there were also parties. People really did have orgies. The word 
was out that sex was good. Sex was OK. It wasn't so in the '50s and the '60s, but by the time 
the mid-'70s came around it was fun. Lets practice it. 

When I first moved here, I was in North Beach. Polk Street was starting to happen. I 
remember Castro Street was totally different back then; I got off the bus at Castro and 
Market, "Wow, this was happening too." Raoul began coming out to his family, both in 
terms of sexuality and health status, with a recollection of the story of his life, of the 70s in 
San Francisco, when it was all new. So does this history. 
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Interviewee Biographical Notes 

Art, The Ghost Dance Continues 

Doomed to die in a hospice, he moved out weeks later .... "All those 'what if s' were sucking 
the life out of me." Catholic priest, called himself a "healing worker." He moved to San 
Francisco from New York in 1982. He died in 1994. 

Hazel Betsy, Hazel's Systems 

From Hartford to San Francisco to Seattle, back to Hartford to die, to San Francisco in 1995 
to live again, from Jehovah's Witnesses to homelessness to a clean start. Today Hazel 
volunteers for WORLD. 

Phillip Blazor, A Life within a Picture Frame 

A teacher, his Baptist minister father now delivers sermons to his congregation about the 
need for the Church to respond to AIDS. Moved to San Francisco. He died in 1994. 

Robert Boulanget, Tales of Two Lovers Gone 

Apartment manager from Quebec. Two of his lovers, Philip and Tom, died of the plague. 
"My dying lover was in the bathtub and he was so skinny that the water was staying in the 
indentations in his collar bone." He moved to San Francisco in the mid 70's. 

G'dali Braverman, Have a Happy AIDS!!! 

"AIDS activism is dangerously close to being on its deathbed." AIDS activist, formerly of 
ACT UP New York. Now with ACT UP Golden Gate. He moved to San Francisco in 1990. 

John Cailleau, Bodies as Billboards 

"I don't think ACT UP has done a good job distinguishing between their friends and their 
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enemies." Born in Oakland. Former tee shirt designer and PR man. Participant in the 70s 
liberation movement. 

Chata (or Ronnie Ashley) The Clay We're Molded From . . . 

Former cook, then Shanti Project Case Manager. Now he works at the Native American 
AIDS Project. Moved to San Francisco after a childhood on a reservation in Texas, then to 
Alabama, then Ithaca, then Texas and finally to San Francisco in 1990. His life story is a 
case study in coping skills and resilience. 

Richard Chavez, Unleashing the Keys to the Castle 

As he has watched AIDS grow exponentially he's observed: "The shadow of our country is 
coming through." Former Shanti Activities Coordinator. He moved to San Francisco from 
LA. 

Darnell Davis, Adventures in Low Income Housing 

Grew up in Los Angeles before moving to San Francisco in the '80s. Worked in design before 
the epidemic. Tells stories of the loss of his lover and of institutional social control. 

Per Eidspjeld, Towards A New Way of Living 

A Norwegian immigration, his philosophy, artwork, 64 Silver Mercedes Convertible and all, 
this man's life is a spectacle. He recounts tales of the art world in San Francisco in the 70s. 

Mike Fandel, Beyond the Politics of AIDS 

Engineer. "I have no idea why the AIDS community hasn't gotten on the health care 
bandwagon, why we aren't in Washington right now." Moved to San Francisco in 1979. He 
died in 1995. 



17 



Paul Greenbaum, Betrayal from the Left and the Right 

"Every group has its particular challenge. For my father it was W.W.I and for myself it's a 
disease... but in the end everybody dies." Works at Project Inform. Moved to San Francisco 
from Baltimore in 1974. 

Peter Groubert, A Room of Pieces of Many Peoples' Lives 

"Maybe 8 or 10 of my contemporaries from the 70's are left. Now when I see them we give 
each other big hugs because we know we are the only ones left of a generation." Former 
MUNI bus driver. He moved to San Francisco in the 1968. 

Cleve Jones, Gay Rights Are Human Rights 

Former Harvey Milk aid, founded the San Francisco KS Foundation and the Names Project. 
Moved to San Francisco from Phoenix in the early '70s. Today he lives in Gernville and 
continues the work. 

Cynora Jones, Another Example of the Inhumanity of Man 

The only native San Franciscan I interviewed. Formerly a member of the Black Panthers, 
later worked in a Fortune 500 company, mother and widow to a husband lost to the epidemic. 

Yvonne Knuckles, On Coming Out to Yourself 

Lives with daughter and grandkids in Oakland where she grew up. Volunteers and is a 
member of the board of directors at WORLD. Does frequent HIV outreach work. 

Bob Lee, Recollections of a Tragic Hero 

After a friend died: "I felt a rage take hold. I walked up to the nurse's counter and screamed: 
'GOD DAMN THIS FUCKING DISEASE! ! !"' Born in Alabama Moved to San Francisco in 
1974. 
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Nancy Lemoins, / Will Not Go Quietly into That Long Dark Night 

Moved from Missouri to Seattle, then to San Francisco in the mid 70s, to Paris in 1980 and 
finally back to San Francisco, where she now lives. Her art is frequently displayed at San 
Francisco galleries. 

Hugo Manzo, Towards a Language of AIDS 

"Why are we losing? Because all the agencies persist in pushing this idea of safe sex. There 
is no such thing. Maybe safer but not safe." 

Gabrielle Martinez, My Dwindling Circle... 

Gabrielle recalls learning about HIV in Mexico before moving to the United States with his 
lover only to watch him die and a diminishing circle of friends dwindle, ravaged by disease. 

Marija Mrdjenovic, Towards A Female Paradigm of AIDS 

"Last year I had two T-Cells. Obviously there is something more to this than T-Cells. There 
are people with KS who have 700 T-Cells and are nearly dead." Moved from Missouri in 
1979. An actress. She died in 1994. 

David Pattent, Link-South Africa 

Tells the story of a childhood in South Africa and his days on the sugar daddy/international 
gay party circuit, coke, tricks, and, finally, a crash into disease. Fifteen years later, he's moved 
back to help his nation face the reality of HIV in South Africa. 

Joel Posner, Interview with the End 

Died three weeks after I last interviewed him. "Ben, since we last talked my dementia has 
kicked in." He moved to SF from Chicago. Died in 1994. 
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Marcus Reyes, Flattening Out 

Tested positive for HIV in Mexico within a week of a planned move to the United States. 
Recalls the problem of moving from white collar to blue collar work in a culture which 
assumed he was born to garden as opposed to using the his college psychology degree. 

Jay Segal, None of This Shit Makes Sense 

"The exciting part is that we are going to get a cancer cure from this, but I don't think I am 
going to be around for it." Works for Project Inform Hot line. He moved to San Francisco 
from Chicago in the early '80s. 

Brad Sherbert, The First AIDS Funeral in New Orleans, 

Recalls first hearing about AIDS in the southern United States. Tells the story of going back 
to Arkansas to die but death never coming, so he grabbed a bus and moved to SF. 

Rev. Mark Stanger, Narcissus & Goldmund and HIV 

He found out he was HIV positive after spending a decade as a Benedictine Monk. Associate 
priest at the Episcopalian Church of the Advent. 

Robin Tichane, On Looking Into AIDS, Not At 

"My first friend to die of AIDS, he was hospitalized by March 82. He looked terrible. By 
July he was dead. It was too bizarre." An artist. Moved to San Francisco in mid"70s. 

Raoul Thomas, Tales of a Continued Malignancy 

A disk jockey. Participated in Pro Democracy in China in 1989. AIDS Cure Research: "It's 
like the light at the end of the tunnel theory." 
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Dan Vojir, Three Lives for Every One of the People From Back Home 
author, At the White Night Riots in 79: "We saw Cops throw boiling water at the bartender. 
They did it to the cries of Seig Heil!" Author, book PR man. Moved to San Francisco from 
Chicago in the 70s._ 

Hank Wilson, The View from the Ambassador 

Manager of the Ambassador Hotel, a facility housing PWA's. Moved to San Francisco from 
Sacramento and participated within the gay liberation from the early 70s and continues 
today. 
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Part I, 

Before - The Groovy '70s 

Viet Nam was tearing the country apart in 1967. People yearned to getting away from 
the East Coast Establishment. Bohemia lived in San Francisco. The Grateful Dead still 
played in the Haight Ashbury ; folks were still hitting the road westward to sip up the some 
of the beatitude. The Black Panthers were setting up child care programs in Oakland. Cal. 
students were getting arrested in People's Park in Berkeley. 

By 1968, however, the deaths at the Rolling Stones Concert in Altamont took some of 
the steam, some of the naivete out of the hippie counter-culture. Speed, not acid or grass, 
became the drug of choice in the Haight/ Ashbury. Paranoia took hold. The icons of the era, 
two Kennedy's, MLK and Malcomb X were gone. The Nixon administration contributed to 
the downward disintegration of the Black Panther movement; most of the leadership of which 
found themselves in jail. As the '60s faded into history, people needed a breather. 

Idealism faded but not everywhere. A riot broke out after a police raid on a gay bar 
called Stonewall in Greenwich Village. As the "Me Generation " ate their papayas, a new 
movement grown out of the ashes of the '60s began to take hold in San Francisco. The Gay 
Liberation movement was much more grounded in the here and now of the '70s, in the 
possibility of changing a world that hated homosexuals. Instead of mourning the end of 
1960s idealism, Gay Liberationists reveled in the opportunity of a new decade, a new chance 
to make America a friendly place to folks everywhere coming out as who they were. 

We follow San Franciscans through their first days when they first got to the city, 
through the glory years of reveling in the freedom of the era. By the middle of the decade 
Harvey Milk was running for office and San Francisco elected the nation's first openly -gay 
elected official, only to watch him get shot within a year of his election. The interviewees 
recall those heady days preceding the White Night Riots in reactions to the short sentences of 
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Milk and Moscone's assassin, former policeman and supervisor, Dan White. Cleve Jones 
takes us through the pre-riot tensions, his organizing, the burning police cars, the raid on the 
Elephant Walk and his calling to the Grand Jury. "The riots stood as a declaration, " Cleve 
Jones observed. "We all live in San Francisco, " placards read a continent away on 
Christopher Street in New York City the nights after the riot (Shilts, 1982). Only a year later, 
people in the Castro began dying of a strange cancer. 
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Chapter One 

Coming to San Francisco, 
Leaving the War Behind, 
Free to be You and Me 

Interviewees recall their visions of the world of the city as the 70s gay migration to 
San Francisco took steam. 

Transferring to Travis Air Force Base... 

Peter Groubert - One of my best buddies, he was in personnel, came up to me and he says, 
"Listen, we're almost ready to transfer out of here. Where do you want to go?" And I said, 
"Shit, I don't know. Where are you going?" He says, "Oh, well I'm going to San Francisco." 
I says, "Great, I'll go there too." So when it came time to cut orders he just put San Francisco 
on mine. 

I arrived at night at the old San Francisco International Airport February 22nd, 1968. 
Got on a bus. Came into the city. It was a beautiful misty night, got off at the old downtown 
terminal at Jones and Eddy, right across from GLIDE Memorial, and then I walked over Nob 
Hill down to Chinatown and North Beach. And I remember walking up Powell Street in the 
mist and everything just sparkling. It truly was a wonderland with the cable cars coming out. 
And then I went into North Beach and was just dazzled by the old North Beach with all of the 
Topless and stuff that was going on. It was just outrageous. Now I was in uniform, and I 
went into this bar called the Off Broadway. The star of the show was Evon Diandruss. She 
was billed as having two of San Francisco's three most prominent landmarks. She kind of 
crawled out on stage and her act was trying to stand up with these two huge tits attached to 
her body. It was truly hilarious (Big Laugh.) And people were buying me drinks left and 
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right. I was a soldier and the war in Viet Nam was going whole hog then. They wanted to 
show that they cared for our boys. It was just a hoot. I really enjoyed it. After that I took a 
bus, 30 Stockton through the tunnel, walked back through the bus to the station, got on a bus 
back to the airport, slept there that night and then the next day got on the bus for Travis Air 
Force Base. 

My first day there they put me in with these two guys. They asked me if I'd ever 
smoked dope. I said no. They said would you like to. I said yes. And they proceeded to get 
me stoned my first full day in California. We were in the army on duty. It was the greatest 
experience listening to Jim Morrison singing, "Light My Fire." The next weekend, we went 
into the Haight and I got to buy my first dope. And that started me on my medicinal career. 
That was also my first introduction into the Haight/Ashbury. It was right after the Summer of 
Love when it was still going strong. Walking down the street, every few feet there were 
people with hash and grass and acid, mescaline, cylocybin, peyote, whatever you wanted - 
dirt cheap and the best of it, flower children everywhere. Everyone was brother this and 
brother that. People hadn't really gotten into panhandling yet. There were still lots of free 
agencies for people to get free everything, food, shelter. There were crash pads. So it wasn't 
a problem. It was really beautiful and a lot of fun and I immediately embraced the lifestyle. 

I was in Berkeley for People's Park when we tore up the asphalt. We listened to K- 
San so we were up on what was happening around the university. We heard that the people 
wanted to use this land and turn it into a people's park and the university wanted to turn it 
from a parking lot? We wanted a park. They said that there was going to be a confrontation. 
We turned out in force to voice our opinion and the police showed up in force to voice theirs. 
I'm going to say that they started it. There were several confrontations, first it was the cops, 
then it was the National Guard. That day at People's Park, legally they were right. They had 
the papers to get everybody out of the property. But they started shoving, of course, because 
people weren't moving. Now, what they do is they do it peacefully. They handcuff you; they 
drag you away. Back then, we weren't doing peaceful demonstrations or at least not that day. 
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They start pushing. They have horses. They run the horses into the crowd. They start using 
night sticks and it doesn't take long. A brick would come out of the crowd and scare a horse. 
The trooper would get real pissed and charge the crowd and start batting people on the head. 
Then more shit starts flying and it gets going. 

When I go by there now, it's kind of distressing. The original reasons why we did it 
have been diluted so much and all those people are gone now. It's almost like a lost cause. It 
was a flash point. The riot doesn't need to continue. You've started the movement. So it 
doesn't really matter if Stonewall is there or not. It's the movement. 

Finding a Place 

In September, 72, after years in a Berkeley commune, I moved to the city because I 
had come out. The first gay bars I went to were I guess back in 1969 in the Tenderloin. 
Those were the only bars that I knew. There was the Alley Cat, the 181 Club, the Trap; they 
were all dives, mostly drag queens and there were go-go boys and real rough, rough people. 
There just weren't too many places to go. On Polk Street there were quieter restaurants for 
older men. And then the doorways at night time is where you'd find people standing around 
looking for other people to meet to stand in doorways and that was kind of weird. 

Then I happened upon a bar right off of Lake Merrit in Oakland called Two Jacks. 
There were all gay men in there and I knew it and it was very strange. I was definitely the 
youngest person there. They told me that I would probably have a better time if I went over 
to this other bar in Berkeley called the White Horse cause they had a younger clientele. So I 
found the White Horse and it was a younger clientele but they were very collegiate and I was 
a hippie. It just wasn't my crowd. Somebody there told me about a new bar that had opened 
in the City and that I would fit in really well. It was called the Stud. 

I remember getting the address and I remember driving over here, parking and 
walking in. Now this is the old Stud that used to be on Folsom between 1 1th and 12th. I 
remember pushing open the front door and all of a sudden here was a room full of people just 



26 



like me. They were all long hairs. There was something on the record player that I could 
identify with and they were gay. I had found Nirvana. It was wonderful. Shortly after that I 
heard of another bar called the Midnight Sun. It was in a really nice place right off Castro 
Street. 

It was a quiet little neighborhood. There were some other gay bars right in the 
neighborhood but they were different. The Pendulum had a black clientele. There was a bar 
called the Mistake down on 18th just past Noe. The S in mistake was backwards and it was 
crooked a little, that was the mistake and it was a bar for older men. There was the Hombre, 
a leather bar, where the Detour is now. Those were the only bars in the neighborhood. So I 
would go to the Stud and the Midnight Sun. A bar called Toad Hall opened up supposedly 
for long hairs where the Phoenix is now. They changed from bright lights and flashing 
psychedelia to a much more toned down earthy kind of things with the mushrooms and 
gnomes. I got a job at Toad Hall as doorman. 

Cleve Jones Former Harvey Milk aid recalls moving to the city and meeting his old boss. I 
went to high school in Phoenix. Actually, the first time I came here, I was traveling here with 
a group of Quakers. I had come to the Bay Area to attend the annual gathering of Quakers 
from the West Coast held out at Mirage. I was 17 and that was when I had come out of the 
closet. There was a gay Quaker couple at that meeting and they were active with the Society 
for Individual Rights. So when I was 17 sort of coincidentally, because the Quakers were 
grappling with the whole issue of gay rights, I met a number of the real pioneers in the 
movement and then I went back to Phoenix and joined the gay liberation group there. It was 
a very repressive dangerous situation and I was very anxious to move to San Francisco. The 
spring of '73 was when I hitchhiked up here. I don't remember the day I met Harvey, I just 
know I met him on the street on the corner of 18th and Castro. He flirted with me and I told 
him he wasn't my type. When he started running for office, I wasn't really into electoral 
politics. I was quite the little radical boy. I lived in a communal house in the 
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Haight/Ashbury, worked as little as possible and went to all the clubs. 

It was an incredibly exciting romantic time because it was brand new, so everything 
about gay people was brand new. I am only 40 but I do remember the old days. I just barely 
experienced them but I remember that when I came out of the closet, there were only two gay 
bars in Phoenix. One was in the back alley and there were no windows or doors. It was just 
amazing to come here and other gay people were coming here from all over the country. 
There was just this electricity, this knowledge that we were all refugees from other places and 
we'd come here to build something that was new. I'm sure I romanticize it and idealize it but 
I remember it as a very happy, remarkable time. 

Nowadays, there is this whole emphasis on the sex part of it and the bathhouses and 
how we were all fucking our brains out. Certainly that was going on but there was an 
innocence to it that I have trouble explaining to people. There was a sweetness to it. Even 
the bathhouses were not the sordid and cold environments that I think most people think of 
them as. They were very social venues in which I would sit in the Jacuzzi for hours and see 
everybody you knew. There were many times I would go there and not even have sex but 
just gossip. 

Dan Vojir I went to a Catholic College prep school in Illinois. Dominicans and 
Franciscans were adored because they were allowed to really slap you around. They were so 
totally into S & M, it was not funny. We could have gone around in black leather jackets 
and black leather boots and they probably would have loved it. We used to swim naked, by 
the way. It was considered very manly, the Greek Spartan thing to do. By Sophomore year, 
I actually had a group that called themselves "The Group" before Mary McCarthy's book 
came out, four guys who were also very intelligent, most of them a bit on the heavy side, no 
athletic prowess whatsoever. The odd thing is where the group is now; they used to ridicule 
me because I used to say I just wanted to get up from the ridicule of my parents. They would 
say, "Oh no, you are never going to do that because your parents are too protective and they 
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are always going to be there." Breaking away was such a total break and their lives just went 
in the total opposite direction. 

Years Later, Leaving Home, Revolt of the Son.... 

I was dumped by this guy, getting two hours a night of sleep, going out every single 
night, lost the job, and I just thought, I got a little bit of money. I told my folks I was 
transferred. I had a secretary at work draw up papers that said, "You've got a choice, you can 
go to either Montgomery or San Francisco." We did actually have offices in there but I didn't 
have a job. My parents were like, You've got to go. 

I had never seen the city before in my life at all when I came in 74. I brundled 
everything I had in the car, tricked my way through Salt Lake City, Reno, through Denver. 
When I got out here, it blew out of proportion. I was a kid in a candy store. I saw The 
Advocate was actually sold in the streets with other magazines and cable cars, and tourists.. 
It was a brown paper bag in a wrapper type thing in Chicago. 

I wound up at the YMCA for two weeks. Then I got familiar with every single bar in 
the city and I would end up sharing a house on Marina Blvd. Like I said, I had a little bit of 
money, like four or five thousand dollars. I was like, Oh God, I'll get a job someday. I don't 
care. This is wonderful. I got a car, relaxed and set to really enjoying it. My parents, like all 
parents, were calling every couple of weeks in the AM. 

Robin Tichane The climate, the climate was just temperate and even. It doesn't get 
below 40 in the winter and above 80 in the summer. The gay scene was far advanced here as 
to what it was in NYC. I think the things that were turning me on at the time were the big 
philosophical questions: what do you want to do with your life and how can you make a 
lifetimes worth of hours and days meaningful, not just for yourself but for a lot of other 
people? I didn't come out until 1969 and I didn't do any drugs until the mid to late 70s. 
Those factors came much later. It was just more of a hunch. It felt comfortable to ask who I 
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want to associate with for a lifetime. Those were more essential questions. 

Viet Nam was going on and that was a real eye opener. Basically 40 percent of the 
country was against the war and 40 percent was for the war and forever 20 percent of the 
country couldn't make up its mind. The pro war folks were not only inventing Napalm and 
jellied gasoline to burn people's skin through, they thought this stuff through and invented a 
product, Agent Orange to defoliate entire jungles. The environmental movement was real big 
back then. It was so morally reprehensible that I just had to do everything I could to stop it. 
The United States and the things that were being done internationally in our name were 
appalling. There were lots of other people who thought that same way. I hung out with that 
group. It was a pretty thrilling time. 

Paul Greenbaum I left behind a lot of prejudice and phobia to come to San Francisco. The 
last week in July 74, 1 came up here for a week and I was somewhat transfixed seeing Oz and 
the quaintness of the city, the Victorians. August First, I was coming out of the Cannery and 
saw the headline that the Supreme Court had ruled 8-1 against Nixon on the Watergate 
Tapes. That's how I know exactly when it was. I was so happy. I said: "This is going to be 
interesting." It wetted my appetite. 

I just plunged right in. Hot guys everywhere, the Castro Clone. I had my lumberjack 
shirt, it was the mustache. I still dress the same, jeans, these boots. Now I say I'm an older 
clone. My gay identity was emerging. I think everybody in the 70s did their black beauties, 
their what was then called MDA which is now called Ecstasy. We did all that stuff. From 
5:30 when I gott up until about 6:30, that was work, and then I would go out several nights a 
week, meeting a lot of people. All of these people have by now either died or moved away. 
We are older. 

Peter Groubert It was right at the start of the influx into the Castro. I was right at 
square one. It was the place to be. I moved to 4064 18th Street. The very next day when I 
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came out to get my car, it had been towed because that was the day that they decided to make 
it a one way street cause they were tearing up Market Street to put in Metro and BART (Bay 
Area Rapid Transit). They rerouted the traffic down my street. So I lost my car but it was 
great to be in the neighborhood and watch it grow, wave after wave of people from different 
parts of the country, huge influxes. There was a whole group of people from Georgia, these 
girls wore outrageous platform shoes and lots a gold lamay, cowboys from Texas, farm boys 
from the Midwest, all coming together in the city. Everybody went hog wild. They found a 
place to be themselves after hearing all their lives that homosexuals were sick and the best 
thing for them to do is to commit suicide, all the ingrained things fly out the window when 
you see a group of people like you that aren't sick. All of a sudden having that freedom also 
gave everybody a green light to go ahead and have a lot of sex which we did. 

Freedom, Sex and the Era... 

Dan Vojir Later on in '75, again, I was just floundering around, I applied to be a go-go 
dancer at the End Up. I was in the cage, two shows a week and got exactly twelve dollars a 
night. People would grab me when I got off so I got real paranoid. That wasn't what I 
wanted. 

Robert Boulanget I was an announcer at the 76 Olympics. After it was over I came to San 
Francisco. Easy to not do much in San Francisco, you'd go in the bar in the after noon and it 
was full of people. I met Philip at one of those bars, Toad Hall. He was on angel dust. That 
was Thursday and I spent every day with him till Sunday when I was leaving. It was the 
Castro Street Fair. I had never seen anything like it, so many people on the street. That was 
different than it is now; I liked it better. It was smaller and quaint. We were there at the 
beginning. I guess it was more family; no wonder everybody slept with everybody. 

Peter Groubert I went to an Easter Party up at 71 1 Corbit. They emptied furniture for all of 
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the back rooms. A huge patio overlooked the entire city. They covered all the rooms in 
mattresses. There were candles. When enterred, there was a clothes check. There was a 
huge stack of little cans of Crisco. There were holders filled with rolled joints on all the 
tables around the apartment, cocaine, acid, and speed. And all of the hottest men in the city 
had been invited to this party. There were women. People having sex with everyone; women 
rolling around with the men. It was a true orgy. Everybody was high; everyone was happy. 
It didn't matter who you were doing to what or what was being done to you. You were there 
to just enjoy the feeling of it. 

Every night was a madhouse. Every night at two o'clock. This was for several years, 
the end of 72, 73, 74, 75, 76, 77. Two o'clock, Castro Street basically closed. Traffic 
couldn't pass. Hundreds of people from the bars out in the street. The majority of the people 
didn't really want to have a lover relationship. It was kind of an ideal but most everybody 
who wanted a lover, wanted an open relationship. People had open relationships and like 
most, they don't work. People were constantly dating other people so eventually you dated 
everybody and their lover. Everybody knew about everybody else. It was a small city, even 
though there were thousands of us. The baths went full force, pay a buck and get in for eight 
hours and just screw your brains out. It was quite amazing. There were just men 
everywhere. 

Anything But the Dating Ritual 

Dan Vojir I went from the super almost Archie Bunker structured 

environment to total breakout, total freedom. Tricking myself through everything but at the 
same time looking for a lover. 

Peter Groubert The early, early 70s, people were just getting used to their freedom. 
Being sexual was part of that because all your life you couldn't touch another man. We 
always were faced with that, standing in for the movies, or at the amusement park, there were 
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always husbands, lovers and boyfriends and girlfriends hugging and kissing and we could 
never, ever do that. The only way homosexuals got to express any feeling was a quickie in a 
bookstore, an alley or a doorway. Everything was aimed at sex. That was the only thing, the 
only emotion that you were allowed. And even then that was against the law, sodomy. So all 
of a sudden there were thousands of us in a place where it was OK and the only thing we 
knew how to do was have sex. It was that or settle down like Ozzie and Harriet and we didn't 
want that. We didn't want to be straight but we didn't know what it meant to be gay or how to 
be gay. There was no book on it. 

It went on. People just screwing and falling in love and having lovers and buying 
apartments and getting divorced just like the straight community. It's just that our sex was 
different and it evolved that way. We did have a lot more sex than straight people. We didn't 
want to have that big dance of meeting the girl, buying dinner, going to a movie when they 
knew all they wanted was sex. Basically people just wanted to get it on and then if you get 
along, you become friends. Most people had sex and then became friends. When you go to a 
bar it's understood that you are there to meet somebody to have sex with. In the gay 
community it was just easier. People just cut through the bullshit. 

Dan Vojir It was natural to us. You've gotta realize that my mind set was that sex is not 
love, that's it. I treated it as a totally different entity. When you are in love and you have good 
sex, that's wonderful. The problem I think this is a problem with many people today is 
joining the two together. It's one thing to have a monogamous relationship and that is good 
but if we didn't have the ramifications, I think there might be a lot more better adjusted 
people in the world. What were gay people really doing in the 70s? We were trying to find 
Mr. Right at the same time we had this wonderful sexual freedom 
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Chapter Two 

From the Bars, the Ghetto 's and Villages to Open 
Participation within the Greater Society 

Robin Tichane I was in New York in 1970 and it was a joke. Gay politics in NYC at the time 
of Stonewall was nothing, zero. I came out here and there were gay politicians. Harvey Milk 
was trying to run for supervisor. Hongisto would go to gay drag balls. He would have his 
photo taken with a drag queen on either arm and it would make the paper. There was 
something called the Society for Individual Rights. All that happened in San Francisco in the 
'50s, 20 years ahead of the East Coast or anywhere else. So yea, gay politics was already in 
place. 

Viet Nam had just finished the year before I came. 75 was the end. There was a real 
relief nation wide. New York City was going into bankruptcy. Abe Beam had just been 
elected Mayor, he'd been controller. It turns out that all the bookkeeping he'd been previously 
responsible for had been screwed up. So in the gay world there were a lot of people who were 
wanting to leave New York. Economically, New York was not really taking off in the 70s 
and politically things were far superior out here, especially San Francisco that literally tens of 
thousands, literally of gays and lesbians were moving out here. 

Peter Groubert The political climate in the neighborhood changed a whole lot. Harvey 
and Scott moved into the neighborhood, I guess it was 73ish, and opened the Camera Shop 
on Castro up near 19th. There's a Skin Zone or a Body Shop there now. We, the gay 
community, started to get involved with politics in the city. We wanted a say in what was 
going on. We were still being harassed by the police. 
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Hank Wilson I moved from Sacramento to here. I didn't know there were gay bars in 
Sacramento. I discovered Polk Street, in the city, by chance and I started commuting for my 
sex life. After a while, I was commuting so much, I thought I'd better move. It's one thing to 
go on weekends, it's another to go in the middle of the week. 

In the mid-'70s, homophobes would attack us right at 18th and Castro! Not on the 
outlying streets! The perception of us as a myth was that we were weak, gentle poets, with 
limp wrists who would run. Anyway, I ran into Howard Wallace. He was handing out a 
leaflet about police problems on Castro Street and I went to a meeting. That was the 
formation of BAGL, Bay Area Gay Liberation, in 74. And we turned that around. That's one 
of the important things I've done with my life. 

I met Tom Amiano* in BAGL. Both of us were teachers so we formed the Gay 
Teachers Association. We asked the school board of the San Francisco Unified School 
District for a non discrimination policy in 1975. They put us on the agenda. We went to the 
crowded meeting and they wouldn't deal with the topic. After we left they voted 7 to 0 
against us. They shafted us. So brought the issue up at BAGL. The next meeting we went 
with our BAGL people and disrupted it a la ACT-UP. We stood on desk tables, chairs; we 
hooted, we sweared, and said, "If you will put us on the agenda for the next meeting, we will 
stop disrupting this meeting." The point was, if you vote for or against us, that's one issue. 
But, you have a discussion of the problem. So they agreed and scheduled our topic for the 
agenda. That gave us two weeks to organize. We put signs in every bar and street pole in the 
Castro and Polk St. If it was a gay bar, it knew about the school board meeting. 

When we started to go political, our core group which was about 30 gay teachers, 
most of them freaked out because they weren't ready to go public. But Tom and I, being the 
arrogant/gifted teachers we were, we had the support of our faculties. They knew we were 
good teachers. So we pushed the issue. A lot of our traditional leaders told us that we were 
pushing the wrong issue and we were going to set back the gay movement because we were 

* Tom Amiano was elected onto the San Francisco Board of Supervisors in 1994. 
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dealing with an issue of children. And it was ahead of our time. Harvey Milk was one of the 
few leaders who came to the school board. Other noted leaders like Jim Foster, they didn't 
come. The established leaders in the community deserted us and we won. Overnight a new 
generation of leaders was born. 

Those of us who screamed at them at the board meeting lobbied the board members 
on the phone. I had told the board members that history was going to be made, that the 
choice was to be on the right or the wrong side of history. But we were going to press it if we 
needed to be arrested. We had a march permit for the following meeting so if we didn't win 
that night we were coming back. We wanted all the mythology about gays and kids to be put 
out on the table, that we felt we could pass the test of the spotlight. 

And we didn't know if the community would come 'cause we were a small group of 
teachers. When we got there that night it was really overwhelming. Three of us were 
willing to be arrested. Before the board meeting we had a rally scheduled. Hundreds of 
people showed up, people we didn't know from out of the woodwork. Lesbians came. Some 
even brought their kids and this was way back in 1975. Heterosexuals came. It was really 
exciting. I still remember the surprise. We marched from the ground floor to the auditorium 
for the board meeting. It was like hundreds of people walking up the stairwell. We carried 
the vote 7 to 0. That was one of the first victories of gays and kids. We got employment 
protection before the college teachers did. Why? because we stuck our necks out. That gave 
us a lot of impact. 

Robin Tichane So, I was here in '76 and I'd see all my old friends from New York. People 
were flying back and forth. The Saint developed in New York making a permanent sight out 
of large parties. These were people you'd see in the bathhouses. It was real community 
floating from New York to LA to San Francisco. Disco parties were starting to be put 
together. You could buy a share for $30. We had a community center down in civic center. 
It was a very happening, thrilling place. I was excited to be a part of such a creative 



36 



community base endeavor. 

I had different friends who would handle different sub specialties. I remember one 
man he was named Michael Moletta. Michael was a haircutter I knew from New York who 
came out almost at the exact same time as I did. He started a lot of the ideas behind the 
parties. John Cailleau was specifically into the concept of promotion. We would go into gay 
businessmen's associations. The message was, instead of it being in the margins, moving to 
the mainstream community. 

John Cailleau We found ourselves much like a small town or a village. A lot of us were 
sort of the background action characters. When things were good they multiplied by virtue of 
the closeness of the communication. There were times at the Body Center which was the first 
gay gym in the city, when people would say, "Are you going to the party?" And everybody 
knew what you were talking about. There was only one party worth mentioning and that was 
one of the mega-parties that was produced with that energy from Michael Moletta and the 
two guys at Creative Conceptual Entertainment who are long long gone. 

I remember going to one of the monster parties. As I walked in I noticed along the 
wall men just standing there, each one incredibly attractive with beautiful bodies. Every one 
had on one of the T-shirts that we had designed. It was as if I populated the gay community 
with art work, messages, and concepts that begin to become part of the culture. Where they 
come from, their origins, are even lost. Like that line, "So Many Men, So Little Time," was 
created by George Dewoody who is still alive, amazingly. George was never as sexually 
promiscuous as others like myself. He probably managed to avoid the dreaded virus. 

Through the T-shirt business I was able to connect my all marketing skills through the 
gay community. We would kick up T-shirts which became reality creating machines with 
messages like "I Want It All Now." So that there would be these fairly good looking men 
with fairly good looking bodies walking around with our billboards all over them. We 
attached a political message to our business. Personal life became a political statement. It 
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was like having a printing press in the middle ages to have a T-shirt business in the '70s 
(Shepard, 1994a). 

Peter Groubert The gay population changed the face of San Francisco. One of the first 
neighborhoods in the United States to be gentrified was the Castro. Gay men started moving 
in and fixing up the Victorians, painting them different colors. All of a sudden they went 
from those horrible old, broken down Victorians that they were tearing down by the 
thousands to those grand painted ladies. Property values started going up. People started 
coming into the neighborhood. It drew more and we wanted more of a say of what went on 
in the city. 

John Cailleau Sylvester at the Symphony Hall? It was pretty outrageous seeing some black 
disco queen singing in the opera house. That was a time when for the first time all that you 
had been living under, self imposed or social imposed, was smashed. You were able to 
participate in the whole society, not just the gay bars. 

I came to San Francisco to become a professional faggot. I say that because I was 
doing so much advocacy work that it was like another job. David Grisdine coined the 
phrase. He also created the Advocate Experience. These were self realization seminars with 
a lot of mind control, eastern philosophy and how to put that into practical work. They were 
delivered in hotel ballrooms. You couldn't go to the bathroom when you wanted to. It was 
some deprivation but mainly people didn't get a chance to reach for their nearest crutch, be it 
a cigarette, food or going to the bathroom. They had to hang out with and realize whatever 
feelings they were having. David did these seminars in the gay community and ended up 
bringing a bunch of us together. It lead to a hard-core cadre of gay men and lesbians who 
would jump in and take responsibility under either political or community reeling. 
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Chapter Three 

Anita Bryant, O.J., T-Shirts and Milk 
"It was the most political time... " 

Interviewees, several of whom had volunteered for his election and the cause he stood 
for, recalled the unlikely ascendance of Harvey Milk into the San Francisco Board of 
Supervisors in 1977. "You gotta give 'em hope, " Milk stumped. California State Senator 
Briggs launched a a state wide proposition called, "The Briggs Initiative" to keep 
homosexuals out of teaching positions in California schools. The nation witnessed its first 
openly- gay national official in action (Shilts, 1982). Interviewees recall the campaign led by 
Milk against a first glimps of the Christian Fundamentalist Movement. The community 
galvanized in action around a man who would become the first of many martyrs. 

Peter Groubert It took several tries to get district elections on the ballot. After a few 
times they were taken off. The Briggs Initiative, the Orange Juice thing, Anita Bryant, all of 
that happened at the same time. There were two communities: the committed political 
community and the weekend warriors. The weekend warriors were people who were young, 
gay, some professional making some fairly good money. They liked to dress well, eat well, 
party hard and they voted for what the clubs said was the best. Few people read any of the 
literature or followed up. The political people, like Harvey, Dennis Perone, and Rick Stokes, 
were out in the street. The people from the older, established organizations such as SIR, 
Society for Individual Rights, the Mattachine Society become the backbone, the money 
people. They knew the old names and had the connections. They got involved with all of the 
clubs to try to get the populace involved. For most everybody, it was surface. 
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John Cailleau Anita Bryant, beauty queen turned spokeswoman for Florida Orange Juice, 
like Russ Limbaugh today. She started a campaign in Dade county about homosexuals like 
today with the traditional values coalition and "special rights." Anita Bryant started making 
comparisons between the healthy he-men in the Orange Bowl Parade and all those mincing 
faggots in the San Francisco Parade. I thought, lets get some of these "Mincing Faggots" in 
T-Shirts that say "Orange Bowl 77" so it looks like the whole Orange Bowl Parade has been 
subsumed into the '77 Gay Freedom Day Parade which we did and those immages went 
national. 

Peter Grouber We boycotted Florida Orange Juice and it made quite an impact. It got 
everybody's attention and brought the community together. All of a sudden, it didn't matter 
that you were. We were gay and they were attacking us just because we were gay, trying to 
take away what little rights that we had. It's basically taxation without representation. Those 
were the years that truly got the community together. It started in '76. Here we had a 
common enemy on whom to focus. Briggs didn't want us teaching in schools 'cause we were 
a bad influence. Anita Bryant didn't want us anywhere because we were a bad influence 
against God. She started all of this right wing crap that we have to put up with now. It was 
during that time that the gay community mobilized politically and got district elections put on 
the board. We picked outrageously liberal candidates and a liberal mayor, George Moscone, 
over the hometown boy, John Molinari, who the rest of the city was backing. Those were the 
most political years, '76, '77, '78. 

Hank Wilson We went to Miami and studied the Briggs Initiative, knowing that what was 
happening there would come back here. Then we came back and put up street displays of the 
homophobic ads. I would stand back and watch people watch the displays. Our people could 
not believe what was being said about us. That generated cash. 
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Robin Tichane Harvey Milk was just kind of an odd personality and he specifically 

hated the Gay Men's Business Group. I remember going in to visit him once and asking him 
to join. He was kind of huffy and "oh, who put you up to this?" He didn't have that we're all 
kind of doing this ourselves. I don't have any ax top grind, but he was a crank. He wasn't 
into how he appeared. He was a sloppy dresser. He was a brilliant talker. He did have 
language down and really inspired you. But his camera store had just the worst window 
displays. Actually, he had no window displays. He would take boxes of his Kodak 
developers and he'd push them against his front window so when you walk down the street 
you would see the backs of the Kodak cardboard boxes (laughing) as his display. You knew 
that when you went in there that you couldn't see outside but you knew that was the camera 
store. That was his sense of promotion. It wasn't real sophisticated. He had gotten the shaft 
a number of times and he didn't choose his political battles too well so he made alliances and 
friendships that got him into trouble. 

John Cailleau I didn't have a warm and close relationship with Harvey. The only time he 
and I ever interacted he bit my head off over something I had said in reference to Jim Foster, 
a much more mainline Democratic Party gay man who gave a civil rights speech at the 1972 
Democratic Convention at three in the morning. Jim had a more respected position in the 
world. Harvey made some snappy comment that indicated a jealousy or resentment of Jim 
Foster and his activities. 

Hank Wilson We got behind Harvey's campaign. We registered easily 10,000 people. We 
worked the street corners. We did it in a way that was out of the closet. It was inspiring to a 
new generation of people who had migrated to this city for a better life. And then we had an 
opportunity. Harvey was a vehicle and we got him elected. 

Robin Tichane Harvey ran for an at-large post and he was always the sixth out of five, just 
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an edge off. Finally the city went from at large voting for supervisors to district. As soon as 
that happened, they went into the Castro and he was a landslide. So he went down there and 
did good things. He was involved with our gay pride center and the parties. For one party, 
they were having difficulty renting one of the piers, he stepped in and arranged for an 
alternative pier just in the nick of time. 

Cleve Jones Politically everything was new. So I met Harvey during that time and was 
charmed by him. I was a film major; he told me I had no talent but that I should be an 
organizer. I changed majors to Urban Studies, got an internship at his office, and did that 
until he was killed. 

Peter Groubert He used to ask me for inside information on MUNI. He says, "You tell me 
the good stuff on MUNI and I'll pass it on to the board. We'll get something done about it 
and make sure it runs right." He was just that open with people. He was a really great nice 

guy. 

Hank Wilson Anyway, we came back here. Briggs was also beating the drum. He was 
also in Miami. They put the thing on the Ballot. I took six months off of work to campaign 
full time as an out teacher. We did the radio shows, every talk show we were invited to. The 
early polls showed that we were going to lose two to one. We didn't turn it around by ads or 
by raising money. We turned it around by having thousands of gays and lesbians get their 
bodies out on street corners. 

I think that it was an incredible opportunity when Anita Bryant attacked us. The 
whole Orange Tuesday "Save Our Children" Campaign was opportunity for us. For the first 
time, the word was out. Talk shows were talking about homosexuality. There were more 
articles written about homosexuals than in all the cumulative history up to that point. We 
studied them, we looked back at the periodicals. We know. 
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The suicide rate in this country for young people peaked in 1977 when Anita Bryant 
kicked off her campaign. According to the statistics and the chronology of when it leaped, it 
was a regular curve and it bleeped up when she started her campaign. People were talking 
about the issue for the first time and their kids were hearing about it. People were so ignorant 
because we didn't have anybody out there. We lost a lot of kids because of that and we saved 
a lot of kids, because all of a sudden we were a visible community for the first time. 

Cleve Jones It wasn't easy. You had a huge population of people coming to the urban 
centers to come out. And you had the emergence and the creation of this community 
organization that had not been tested. The first real test was the Briggs Initiative and we were 
energized by the Anita Bryant Campaign. I was out here on the street blocking traffic on 
Orange Tuesday. I picked up on the Briggs Initiative a year before it qualified for the ballot. 
I had a conference at San Francisco State where we brought in gay students from 20 
something campuses and we started organizing. Harvey saw it as an incredible opportunity. 
We never thought we'd win, but we would use it as an to get people to come out. It was an 
incredible rallying point. It was the first real outpouring of activism and we thought we 
would lose. It was so astonishing when we won. I think people were very much aware that 
we'd crossed this threshold, that we had created a state-wide structure, that we had raised 
significant money, we had mobilized considerable numbers of troops. We were hot and we 
knew it. 

Hank Wilson Cleve and all his marches, the community, if they did something against us, 
we got in their face, we marched. The call would go out to the community. The signs would 
go up and hundreds and thousands of people would turn out. And we turned out because we 
cruised at those events and we still do. That's something that we have that's special. We 
would have a good time. We would be political. We would chant. We would be together 
and we would put up a fight. We would challenge every attack against us. It was very, very 
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exciting. 

Cleve Jones The most memorable demo's were the first ones, the angry marches, like after 
Orange Tuesday and the election defeats in Wichita, St. Paul and Eugene in the late 70s. I 
would gather people at Castro and Market, get whistles and all sorts of noise makers, and we 
would just go on rampages. We wouldn't break anything. We wouldn't hurt anything, but we 
would block all traffic and we would march all up and down the hills. (Speaks with 
enthusiasm.) I would take 'em down Market Street, to Van Ness, up Van Ness to California, 
up California, around Grace Cathedral, down Powell Street, through Union Square, and back 
up. Drove the cops out of their minds. And we would do it at midnight, marches with 
20,000 people storming through the neighborhoods blowing whistles and banging drums, 
screaming, "Gay Rights Now!" We'd make a line then we'd turn right and when they thought 
we were going to go left, we'd go straight. That was fun and very dramatic. Terrified the 
police and it gave me such pleasure. 

John Cailleau I was touched by the memorial service held in the opera house. Here you 
have the entire opera house filled with gay men and women and eulogies. The opera house 
was the cultural cathedral for the city and it dedicated that evening to the gay community 
honoring Harvey Milk. That was an awesome jump compared to the 'don't talk about it, don't 
do it, pretend you're not there, don't touch yourself, every sperm is sacred,' Catholic 
environment in which I had been brought up. We had taken over the Opera House for a 
memorial. 

Peter Groubert I believe those were the most political years: 76, 77, 78. And then 
everything fell apart. First Jonestown and then Harvey and George getting shot. It just 
knocked so much out of the city as a whole and the gay community in particular. All of a 
sudden the city started infighting. I was a bus driver for MUNI. It was incredible, the things 
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that I heard, people talking about "Poor Dan White being put in jail just for killing a faggot." 
Couldn't understand it, thought they had done the city a real good turn by getting rid of that 
Mayor and that "Fag Supervisor," just so cruel and heartless. They didn't see them as people. 

Robin Tichane He was shot and the mayor was shot at the same time. It set back 
politics in this city ten years. Then only five years later AIDS arrived and set back the 
politics of gay men in the city for 30 years. Since Harvey was a target and Moscone was a 
target, it was a very effective pair of political assassinations. Policeman White knew what he 
was doing and set things back five years. Yet the gay parades continued. The gay pride 
center was pulled down and to this day, fifteen years later, it hasn't been replaced. I'll say it 
was torn down in 1979 or '80. So, without that, there's no focus for all these little groups. 

The morning of November 27, 1978, disgruntled former supervisor Dan White shot 
Mayor George Moscone and Supervisor Harvey Milk in San Francisco City Hall. Mayor 
Moscone had made a decision not to re-appoint former Supervisor White, who had stepped 
down from his post as supervisor earlier in the year, only to ask the Mayor for his old job 
back a few days later. The night of the murders, 40,000 mourners walked from Castro Street 
to City Hall in silence. The candlelight procession stretched the entire mile plus the distance 
down Market Street from Castro to the Civic Center (Shilts, 1982: 260-92, 
Epstein, 1984, Sentinel, 1978). 
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Chapter Four 

The White Night Riots... 

Former Supervisor and Policeman, Dan White was found guilty of involuntary 
manslaughter for the murders of sitting Mayor George 

Moscone and Supervisor Harvey Milk and sentenced to seven years and eight months with 
time off for good behavior. The night of the verdict demonstrators burnt twelve police cars 
before the police retaliated in the Castro. "The night of the riot, I will never forget any 
minute of it, ever, " Cleve Jones recalled. San Franciscans remember it as the White Night 
Riots. (For further accounts of the White Night Riots see: (Roberts, 1994; Weiss, 1984; 
Shilts,1982: P. 324-48; Comeau,1979; Petit, 1979A,B,C; Craiyl979; Epstein, 1984; 
Lorch,1979; S.F. Chronicle, 1979). 

Cleve Jones To set it up, Harvey and George were murdered in late November of 78. I 
think that we'd had very high expectations because we'd won the Briggs Initiative and Harvey 
was in office and then he was taken from us and now we have so many martyrs that people 
maybe lose track of the power of martyrdom but though gay people certainly have a history of 
abuses directed against us, Harvey was really the first public martyr whose martyrdom was 
something that we had all participated in and shared in. Of course it was a terribly dramatic 
situation and people were very shocked and the community were very mobilized by it. But 
then the winter dragged on and on and on. During that winter there were two things that 
really increased the tension by quite a bit. One was Diane Feinstein's delay in appointing 
Harvey's successor. Diane had been elevated to mayor. Harvey had left a tape with the 
names of four, I believe four people who would have been deemed appropriate successors by 
him in case he was assassinated cause, you know, he always predicted he would be 
assassinated, the queen. So Diane just kept delaying and delaying and delaying on this 
appointment. We were all organized for Anne Kronenberg. At the same time the delay in the 
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appointment was happening, the police started doing shit that they hadn't done in a long time. 

All of a sudden there was this police presence in the bars. They were coming in and 
hastening people on Castro Street. I myself was asked for ID sitting on my stoop in front of 
my apartment building and just weird, petty, bullshit harassment that we hadn't seen from the 
cops in several years. And then a group of police officers off duty invaded a lesbian bar off 
Geary street called Peg's Place (see Smith,1979, Shilts, 1982:306). They went in and beat up 
a number of women there including the owner, Linda Demaco. People were just really tense 
and really pissed off at the police. Also the trial was going on of Dan White. The general 
impression of the District attorney, Joe Flavis, who that he was not perusing the case 
aggressively. Others talked of the complexion of the jury ending up all white, mostly 
Catholic, all straight older people (see Pettit,1979A). There was not a black person on the 
jury or a gay person. So the stage was set. 

About two weeks before the riots the riots, which was May 21st, I was on Castro street. It 
was a weekend in which the Milk Club leadership had gone for a retreat up here at the river 
and I didn't go. I was hanging out on Castro Street. There were these patrol specials, rent-a- 
cop type guys, and he was arresting somebody for putting up a flyer up on a telephone pole. I 
was standing right there. I started yelling, "Why the hell can't you go and prevent crime or 
something? How many rapes and murders are going on and you are arresting this guy for 
putting up a poster?" A crowd began to gather to prevent the arrest. It was just amazing 
because it was a sunny Saturday afternoon on Castro Street and all the boys were out with 
their shirts off. This poor rent-a-pig just suddenly found himself surrounded by hundreds of 
pissed off fags who began throwing bottles and cans and cigarette butts. He had to call in 
reinforcements. Finally they had several cops. The police withdrew down 18th street. We 
strolled in the street and people began cheering and laughing. Some people threw bottle 
rockets out there windows. So I knew then. He was going to get off and there was going to 
be a big riot and that Harvey would love it. 

I was trying to be conscientious and I went to the police right after that incident. On 
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Saturday, two weeks before the riot I went to see Captain Jeffries who was the captain of 
Mission station which includes the Castro. And I didn't want to go alone because I knew that 
the cops hated me already so I took some reporters from of the local gay papers. I took 
somebody from the BAR and somebody from the Sentinel. I went in. I said that this had 
happened and that I had concerns about the potential for violence if Dan White was convicted 
of anything less than first degree murder. He was very condescending. He said, "Oh Cleve, 
you have your little marches, you've never had any violence in the past." I had organized 
about a half dozen late night noisy, permitless actions. He almost patted me on the head. I 
remember pounding on his desk and saying, "You are not listening to me. There is going to 
be a riot and people could be killed and we need to come up with a plan." Finally, I got them 
to agree that if there was a demonstration when the verdict came out that I would assemble 
the people and would march them down Castro Street to city hall then but we would not have 
a rally but rather I would keep people marching because that was always Harvey's strategy. 
When people were really pissed off the idea was to march then till they dropped. And so 
what looks to many people like a very reckless and chaotic spontaneous thing really was 
much more planned and orchestrated than people ever knew. We were very careful and 
always had a lot of monitors and communicated well with the police on what we were going 
to do. Tthat was the plan. We would march down to city hall then I would keep them 
marching. 

But then, in the meantime, a coalition of radical leftists had come together. They were 
called, I think, Gays and Lesbians against the Death Penalty. Now the previous year during 
the Briggs Initiative, Proposition 6, which would have banned gay people from the schools, 
John Briggs, who sponsored that also had an initiative that increased or reinstated, I can't 
remember, a strengthening of the death penalty law. And so these leftists had organized 
around the idea that this would be a good political coalition of minority communities that 
were very concerned about unfair imposition of the death penalty. They were more left wing 
than I was; these were people that really were into socialism and anti-imperialism and things 
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that I was sympathetic to but I was really focused on gay, gay, gay stuff. They decided that 
they would call for a rally regardless of what the verdict was have a rally on the steps of city 
hall to make these political connections that they wanted to make about the gay struggle and 
so forth of what we now call today people of color. They had already done that and I wasn't in 
touch with them. 

When the verdict came down, I was sitting in my apartment on Castro street. We were 
watching the news or getting ready to watch the news. I think it was about four o'clock. It 
came across the screen on the television: "Dan White Convicted, Details at Five." And my 
phone began ringing. I don't remember, I think they said what the verdict was. My first 
reaction was that I got violently sick to my stomach. I don't know what the blend of emotions 
was and part of it was just disgust. (Voice changes.) I just couldn't believe it, (whispers) 
how outrageous, such a slap. It was like someone spitting on Harvey's grave, spitting on all 
of us. It was just so clear what had happened. This all American asshole cop, Irish Catholic 
from the old guard San Francisco. There's no proof of it, never will be, I believe and most 
people believe that Dan White was manipulated by the Police Officers Association. I don't 
think you could ever prove any kind of conspiracy or ever make any kind of real case for it 
but I don't care. I still think there was one and I think most people at the time believed that 
too. It was a coup-d'Etat. He took out the head of a city government and the leading gay 
progressive ally. Mayor Moscone had forged the coalition that is now the progressive 
coalition in San Francisco. It was his novel idea to bring trade unionists and homosexuals 
together, feminists and environmentalists, Hispanics and blacks, an unusual idea then. 

Dan Vojir But there was another interesting thing that happened. At that time supervisors 
were only getting $9,500 a year. Being a supervisor was considered being half time job. 
Everybody knew this; the reason White wanted to resign at first was because he said he 
couldn't live on that. And then supposedly his family said that they would try to make do 
somehow and they wanted him to continue as supervisor. The mayor would not let him back 
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(after he resigned). They considered him disruptive to the rest of the city council. His wife 
opened a concession on Pier 39, shortly after that, called Hot Potato, which was sortov a 
French fryfast food place. That took $300,000 and to this day I think people are still 
wondering where did $300,000 come from when they said they couldn't make do with the 
$9,500 a year'd salary that he was getting. You draw your own conclusions from that. 

Cleve Jones So I went into the bathroom and puked and the phone started ringing. 
Everybody came to my house because my apartment on Castro had been an organizing center 
for many of the demonstrations for the last couple of years. So they came over to my house. 
Someone came running up and said that there were news cameras on Castro Street and that 
they were looking for me. I went and found Don Martin and Phyllis Lyon. We arrived at the 
corner of Castro and 18th at about 5 or 5:30, still light out. The thing that was several 
months prior, I had decided to celebrate Harvey Milk's birthday, May 22nd, on Castro Street. 
I had permits from the police to close Castro Street, put up a stage and have this enormous 
party. I had booked Syvester and other fabulous acts. People were really focused on me. 
The reporter said, "Well tomorrow is Harvey Milk's birthday and it would take permits to 
hold this party on Castro Street. Is that when the reaction will be and I said, "No, I think the 
reaction will be swift and it will be tonight." 

As I was doing this I was focused on the reporter and answering the questions and 
looking at the camera and the rest of it. Then when the interview was done, which only was 
about three minutes, I looked around and the crowd had tripled. What had started as a knot 
of people standing around me and Don and Phyllis and this camera had tripled. It was now a 
couple of hundred people. One thing I will never forget was scanning the crowd and seeing 
someone whose face was so twisted with rage that I didn't even recognize him. It was Chris 
Perry who was the President of the Gay Democratic Club. Chris, himself, is a very mild 
mannered fellow. I couldn't imagine that his face would look so different, so enraged. He 
had a sign; it said, "AVENGE HARVEY MILK." 
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Then I told my friends not to let anybody march down Market Street until I got back. I 
ran up back to my apartment to get my bullhorn. My apartment was packed. People were 
shoulder to shoulder. All the rooms, the kitchen, the back porch were just packed with 
people, everybody just white with anger, very, very strange. We got down to Castro Street 
and there were now about five thousand people. I'm not very good with crowd estimates but 
a large crowd was blocking traffic. People were honking their horns. But it was unlike 
anything I had ever seen before because in the past these gatherings had been, no matter how 
political the purpose was, it was always very gay, this odd blend of humor and sarcasm and 
camp that gay people employ but this time (Laughs) there were no smart remarks, no fancy 
dress. People were just fucking furious, a very, very different feeling. So we marched. 

John Cailleau The day the Dan White verdict came out for his murder of Supervisor 
Harvey Milk and Mayor Mascone I had just gotten out of the gym or something and was on 
my way home at the MUNI station over at Castro and Market street when I saw a group of 
people waving something, saying, "Lets go to city hall." They were going to do something 
about it. The march to city hall is something that is not a secret but it is not widely talked 
about. I saw there was some potential not for some fun trouble but some dangerous trouble 
when I saw the kind of energy of the group coming down from 19th street and Castro. 

Cleve Jones There was still some light. And we marched on Market Street. All I 
remember really of this was to keep people from running, to try to slow it down. I figured 
that the death penalty coalition was already at city hall and in fact they were and had already 
set up a sound system. So as the crown swarmed down Market street I hopped on the back of 
a friend's motorcycle and went ahead of them down to city hall. I met people from the Death 
Penalty Coalition and said, "Hi, have you got a sound system?" They said yes and they had a 
generator so they had an independent power source and they had put up the cables going up 
the stairs but they hadn't secured the front area. So as the marchers arrived, people 
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immediately pressed up onto the stairs right up against the city hall doors. 

At this point the police became really alarmed and sent in a line of officers in riot gear up 
onto the stairs to try to come between the demonstrators and the building. This point there 
still had been no violence, no rocks thrown, only shouting. The police, as they came up onto 
the stairs, knocked over the generator, knocked over the sound, no intentionally because in 
the rush and the chaos and the press of all these people, the generator was knocked over. 
Actually, I think the generator had to be moved because it was going to fall or something. So 
the result of all this chaos was that there was no sound system and I really had the only 
bullhorn. 

I was just so confused and angry myself. For the first time, I found myself taking this 
position that my emotions were taking me one way and my brain taking me the other way. I 
gave some laim remarks. I don't even remember what I said, something like, "Lets not be 
violent. Lets on be violent." I'm not a violent person but I felt violent. Then the bullhorn got 
passed around. Everybody gave basically the same line: We don't want to be violent; Dan 
White was violent; the police were violent, we're gay people; we don't want to be violent. 
And non of it was really working cause the crown was just seething. And then finally Amber 
Hollibaugh, she's currently in New York City doing AIDS work, she's a fabulous glamour 
and dyke, film maker, a wonderful, wonderful woman, she got up. I don't remember anything 
she said except the one sentence. She said, "I think we oughtta do this more often! ! ! " 
(Laughs.) By this time, I was no longer on the stairs. I had worked my way into the crowd 
and I was just watching in amazement. The crowd went wild. 

Then the rock started flying and the police retreated into the building. I was about maybe 
ten yards out into the street and I could see people I knew, people who I knew to be just the 
gentlest souls ripping that ornamental grill work off the main front and jamming it through 
the front doors of City Hall. The police retreating back inside. One by one all of the 
windows were smashed and then I saw this burst of flames. There was one police car was 
parked right next to the city hall front door. The other police cars were all lined up right on 
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McAllister Street in front of the state building. There had been two dozen, at least, police 
cars lined up there. So then the first police car burned up by the front door of City Hall and 
the crowd went nuts, then that glow. It was animal, yelled in the crowd. That's when I 
started getting really confused, "Holy shit! What is going to happen?!" Then suddenly more 
breaking glass and you could see that people were getting into the building through basement 
windows. At that point I realized that there was a possibility that the building would burn. 

Hank Wilson I remember when the verdict came in, there was no question in my mind that 
history was going to be made the night of the verdict. I think when the first police car was 
burning that symbolically Gays had fought back. We weren't going to take injustice. I 
remember when the first rock was thrown at the first window, it felt so good and then every 
time a window broke, it felt soo good for your life accumulation of life trauma. We marched 
to city hall and nobody said, "We're going to have a riot," but I think everybody knew. When 
I say everybody, I think most people knew what was going to happen. I remember we got 
there and I remember holding back friends that wanted to go into city hall. This was after the 
windows were broken. One of my friends Geary, he had gone mad. He had gone over the 
edge. We were concerned that there were dozens of police in city hall with billy clubs and 
we knew that if somebody got in there isolated they would just be creamed. So we held Jerry 
back. So then in the meantime, the people were throwing rocks and we broke a lot of 
windows. I still remember the first window and you could hear it and everybody cheered. I 
still remember that and then more windows were broken and everybody cheered. It was like 
a catharsis for our life oppression, just on the windows. 

Cleve Jones Now it gets really confused because then the police began moving and 
maneuvering. Its very unclear what they were doing. I don't think they knew what they were 
doing either. There would one hundred marching police officers in one direction. Then we'd 
see more over here. And then the crowd scattered because there was the first attack by the 
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police. This line of cops came into the crowd. They imitated Roman Legion Triplicate, 
shields all up in a wall and they beat the shit out of us with their clubs, eh, eh, eh, eh, eh, eh, 
eh. (Cleve demonstrates and makes paramilitary grunt noises.) And then they came 
marching into the crowd. Well everybody saw them coming and turned around and ran and 
then the most amazing thing happened. A solid line of police officers advancing on this mob 
that is fleeing and I started chanting, "SLOW DOWN! SLOW DOWN! DON'T RUN! SLOW 
DOWN! SLOW," and people began to pick it up. We had all these people out there, all these 
marchers and once people saw what I was trying to do, everybody got it. The chant went on, 
"SLOW DOWN! SLOW DOWN!" and the mob slowly began to slow down. And then it 
changed, (Keeps rhythm.) "SLOW DOWN! DON'T RUN! SLOW DOWN! TURN 
AROUND! SLOW DOWN! TURN AROUND! SLOW DOWN! TURN AROUND! FIGHT 
BACK! TURNAROUND! FIGHT BACK! TURN AROUND! FIGHT." And the chant 
would change and we picked up and then finally the whole crowd just sortov stopped, turned 
and fell on the police and the police line had been stretched and we broke through them. 
Then we chased them back past the state building and then those police cars broke up in 
flames and one after the other. It was so easy, you just kick in a window, light up a book of 
matches and toss it on the seat of the car and they went up in flames, one after the other, (hits 
table) explosions. Then the police start firing tear gas and by now its dark. 

Hank Wilson Then, we started going for the cars, when we got one police car burning. It 
was hundreds of people working together, not because they had met together. What 
happened was, the police would push us away and then we would throw rocks and the police 
would have to retreat. When the police retreated, people would run up towards the cars. And 
some people would break the windows of the cars with sticks. And other people and these 
were different people, would be bringing in the paper to push through the windows. Then, 
the police would come so it was like this battle of a wave back and forth. So, first the 
windows were broken in the cars. Then you'd have to retreat. And they would have to 
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retreat. And then the papers would have to be put in the cars. And then you'd have to retreat 
again. Then, this next time when you got close to the cars, the people with the matches lit 
the paper that was already in the cars. It wasn't like you do it and it was boom, boom, boom. 
It was like this thing that kept going back and forth. I was watching for the police so we 
would tell people that were breaking the windows and pushing in the paper, when the police 
were coming because we didn't want anyone to get caught. And you have to watch from 
everywhere because you didn't know where the police were going to come and when they 
were going to charge. 

But, it worked like that and I remember, we took over car by car. Pretty soon we realized 
we were working as a group. We understood the phenomena of waves. Like, you don't have 
to get in the car right now, but you're going to get it. So the next time we get near the car, 
have the paper ready, but the next time, have a crowbar or a club that will break a window. It 
was like we had met and orchestrated it but we never did. And, a lot of us never even knew 
each other but we worked together. And I remember people telling each other, there are 
people coming and then every would have to go back. Then, we'd get the rocks and throw 
them and they'd have to retreat. And then we got 13 cars burning at once, it was just an 
incredibly powerful feeling. 

Dan Vojir That night I was trying to do some reporting for one of the little gay papers at 
the time. I was alerted that there was a frekus down at the civic center because of the verdict. 
I thought, Oh I'll get down there and see what this is about. I was living alone. I wasn't 
fearful of just about anything at the time and so I was really in shock. I got over there and , 
first of all, there are a lot of very angry people and many of them were gays but some of them 
were not a gay contingent, you might say there was even a Tenderloin contingent over there 
saying, Hey lets bash in some windows. Its really a lot of fun. Now we have an 
opportunity." Then the cop cars started burning and they burned 13 cop cars. Then, I 
happened to be in a group of people and I saw 40 riotous helmeted policemen with their 
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sheilds coming toward us. And then I decided it was time to cut out of there. 

Hank Wilson It was also very scary, they beat us up and all that stuff but it was worth it. 
Image wise, we knew this was being filmed and we wanted that image of us saying we don't 
have to just take this shit. We are going to fight back so then we did. And it was very scary 
too. I remember being totally petrified of police once we left the civic center area. They were 
hassling people and they were beating people up. I remember being isolated and losing all 
the people that I knew cause we were all going in different ways and then being totally 
terrified until I got back to the Castro. I came from around the Tenderloin; the police were 
going through the Tenderloin hassling people, basically driving people off the streets. I came 
back here and then went back there. 

Cleve Jones My most vivid memory of the whole night, I think, except for the moment 
when the crowd froze in flight and turned, was when the tear gas started and I went into a 
reflecting pool to take off my shirt and my tee shirt and got my tee shirt wet so I could wipe 
off my face. I looked around and everywhere I could see there was fire and smoke, these 
silhouettes of people in the flames. I saw literal queens just throwing their bodies onto police 
officers. Then the crowd became more and more dispersed and the police formed one big 
line to disrupt everyone down to civic center plaza. Groups of police officers on motorcycles 
were going up and down these streets just chasing down anybody and beating the shit out of 
anybody that was around. 

I got pushed as far as east of McAllister, Powell Street, I ended up down at Powell and 
Market. Market Street was trashed down from Powell Street to Van Ness. And I ran into 
Bill Kraus, who was a wonderful man who died of AIDS early in the epidemic. He was 
Harry Britt's right hand man. At one point we were at Market Street in front of the Bank of 
America. I saw him and we just started laughing at each other. (Emotional laughing.) It was 
so weird. I said, "Bill, have you ever broken a window?" And he said, "No, have you?" I 
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said, "No. Not since I was a Cub Scout," and we were looking at this bank window. I said, 
"Well, do you wanna?" And he said, "God, just once in my life I'd like to throw a brick 
through a bank window." I said, "Go for it Bill. Go for it." He picked up this rock and 
throws it as hard as he could and it bounced off the window. So I'm falling down on the 
sidewalk laughing at him and I said, "You nelly thing, you can't even break a window. Let 
me show you how its done." So I pick up another rock and throw it as hard as I can at the 
window and it bounces off. So we're both just rolling around on the sidewalk just laughing in 
the flames and smoke and sirens all around us and we're just laughing at the fact that we're 
too nelly to break a window with a brick. And then this big butch bulldyke comes running 
around the corner, picks up one of those big garbage cans and threw the whole thing 
smashing the window right in and then reached in and set the curtains on fire. So we all 
looked at each other, "Shit, lets get out of here!" (Laughs.) 

So I hitched a ride up with another motorcycle with this, I can't remember her name, she 
was this punk musician. She had spiky blond hair. I saw her going back with her bike and 
she drove me up to Castro Street. Castro Street was still pretty calm because a great many 
gay people when the verdict came out and the march started said, "Fuck that honey, I'm going 
to go have a drink. I don't want to deal with the cops. I don't want to deal with the radicals. 
I'm gonna go have a drink." So the bars on Castro Street were full of all these people that had 
been avoiding the problems. Plus there were now a whole bunch of people who had been 
down at the riot who were now coming back to the Castro But it was a very festive sort of 
atmosphere. 

Dan Vojir People say, Oh yea sure, but I had this feeling that it was not going to stop here. 
So I ran over to Castro and I went right over to the Twin Peaks bar the first thing. I used to 
like the Twin Peaks. I said to a couple of people, "Do you know whets happening over in the 
civic center?" "No." No one in the Castro knew what was happening over in the Civic Center, 
no one. And I said, "There's stuff that's happening and police," and nobody would really 
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listen. They were having a good time. 

I had this feeling that it was going to move up and so I went to the Midnight Sun. In that 
day, Midnight Sun was right over in Castro Street and very significantly it had no windows 
and a steel door. I went in; I saw one friend and I said, "Something really bad is going to 
happen." I was really getting shaken by this time. He could see that and I think he knew the 
seriousness of the situation. Then it started happening. The police started coming down the 
street. We had heard some crashing because the Elephant Walk Bar wasn't too far away from 
us. That is when the police actually crashed through the front door of the Elephant Walk and 
then pored boiling water on the bartender and knocked the other one unconscious who 
actually wound up in a coma for about six months. They did it to cries of, "Sieg Heil!" and 
"Banzeign!" by the way. 

So we heard this crashing. Then they came. Cop cars were actually like a phalanx going 
down the street. You could see that. So then, the management in Midnight Sun closed the 
door. And said over the PA system, "Gentleman, there is a disturbance outside. We don't 
want you to be involved. We don't want you to get hurt. We are locking the door." Well one 
poor guy was trying to get into the safety of the Midnight Sun from his motorcycle, He 
started screaming and I guess the cops were actually beating him, were on top of him by that 
time. We happened to open the door a wedge. He was bleeding and we got him through. 
The thing was, these steel doors, we weren't just in there. We were totally protected, 
basically, you know. But legally, when the cops said, you have to open up and kept on 
banging on the door, boom, boom, boom, the owners legally had to open up finally and they 
opened up. Everybody had to get out. All the men were taken out of Twin Peaks, out of the 
Phoenix, out of even up to the Pendulum. 

Hank Wilson The police went into the Elephant Walk which was a gay bar at the corner of 
18th and Castro and they just beat everybody in there. They broke all the furniture, all the 
mirrors. It was like a non discriminatory, they weren't targeting people that had hassled them. 
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They just went in and did a catharsis brutality number. Then we got the people out of there. 
The cops finally left the area but it was a standoff for a while. The thing we did not want was 
to burn down the Castro. To our credit, we did show restraint and it wasn't deserved, we 
should have creamed the police right then. And we had the quantity of people to do it. But 
we had some intellectual love for our community and did want to burn it down. It could have 
happened very easily. 

Cleve Jones Harry Britt and Bill Kraus confronted the police and tried to get them to leave. 
People were screaming at poor Harry, "Hey wow Harry, you've got the power now Harry. 
Can you do anything with it?" You know, he'd been on the job now for maybe a few weeks 
at most and people didn't know him very well. It was a terrible position for him and he told 
the police, "You don't belong," which was televised then. That was when I started getting 
really frightened. 

At one point, I can't remember when in the evening it was but it was during the time of 
maximum chaos. My recollection was that the Elephant Walk was the first thing they did on 
Castro Street. I may be mistaken but the way I remember it was we were all milling around. 
I was up by my house which as up on 19th street meeting with people figuring out what the 
hell we were going to do. And then the police charged into the Elephant Walk. We could 
hear the commotion down at 18th Street, ran down there and it was a mess. There was blood 
on the street and people were screaming. Then the first sweep of police came through and 
they just beat the shit out of everybody. I ran back up to my house. And I had a telephone 
tree. I knew people in at least every other building on those several blocks. I was on the 
phone and tried to get hold of people and we had people bring their fire extinguishers down 
street level cause I was afraid the police were going to burn our neighborhood down. And I 
remember looking across the street and seeing men on their roofs across the street with rifles 
or shotguns. I don't know which and I couldn't tell if they were cops of gay people but I did 
see guns that night and that terrified me. And then the police started doing these sweeps up 
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and down the street where they would just beat anybody up who they saw. We were dragging 
all the people on my block, the police would sweep down the street and then we would run 
down them and pick up these people who had gotten clubbed in the head. At one point, I 
think I had about a dozen people stretched out on the floor in my living room and kitchen. It 
was right on my kitchen floor. Some people had been clubbed by the police. 

Dan Vojir They took everybody out of all the bars. They said, "You have to get out on the 
street" and herded us to the center of 18th and Castro Street. In effect, they blocked off the 
street but only on three sides. Their problem was that they had no idea how many guys were 
in these bars. Literally there were 1,000 guys that they had dragged down there and only 50 
cops. Then it was the cops turn to get scarred. And the guys started shouting, "Go Home! 
Go Home! Go Home!" They had left an area where you could go in and out. The guys were 
just shouting at the police. And the police, basically in desperation, just dispersed because 
they knew they were outnumbered and that they couldn't go back and get more riot gear. It 
was a peaceful crowd just basically shouting. It was only around midnight or eleven O'clock. 

I knew right away that it had united the community to a great degree. There was more 
of a sense of a community of belonging to something whether it was in mourning or in 
protest. We were definitely in agreement. Nobody was dissenting. When you're surrounded 
by police and you've got a thousand guys and you know that all the guys are in the same boat 
and we're all feeling the same with that. None of the guys were siding with the police. That 
was definite. 

Its important to point out that the people in the Civic Center and the people that were in 
the Castro were not the same people. This was a peaceful community in the Castro that the 
cops just completely and utterly landed on like Stonewall. It had nothing to do with what was 
going on at the Civic Center. Hey, what the hell are you doing to us. They knew about the 
verdict. Of course, it was a shock but it was still a peaceful evening. Some of them knew 
about the verdict. I don't think all of them knew about the verdict yet. People were trying to 
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have as best a time as they could and maybe a little bit of festering resentment. Today 
probably, something might start in the Castro. But this started at Civic Center. We had 
actually seen Feinstein looking from one of the upper rooms. People were saying she's 
cowering in terror there. The Mayor's office really was worried. They had uprooted a parking 
meter. How the hell do you do that? I don't know but they actually jumped right through the 
front doors of the Civic Center. 

Cleve Jones And the next day was Harvey's birthday (laughs) and I had plans to close 
Castro Street. So Diane Feinstein's office, the Mayor called early the next morning. Of 
course, no one had slept. And it was an eight o'clock meeting in her office with all the great 
gay leaders, Jim Foster, all these respectable gay leaders, none of whom could stand me. 
They were commissioners and I was just the long haired idiot kid. So we were all sitting in 
this meeting and Diane was about to call out the national guard and she's talking to all of her 
commissioners and I'm just sitting in the back, listening and thinking, "These people don't 
know what the hell they're doing. (Laughs.) I'm the only one in this room that knows what the 
hell is going on. So finally one of the commissioners, I can't remember whether it was Jim 
Foster; I think it was Jim Foster who said, "Diane, you have to talk to Cleve." And it got 
kindov quiet. I didn't know it but The Chronicle was already out. I hadn't seen the paper yet 
but The Chronicle blamed me on the front page. They said the riot began after a crowd lead 
by a Cleve Jones. I said, "Well, I think that if you bring in the National Guard that it will 
escalate and she was going to cancel the birthday celebration and bring in the national guard 
and put in martial law eventually and shut everything down. I said, "No, you do that and 
there'll be an escalation. What you should do is let me have a party honoring Harvey Milk 
and George Moscone. And I said, "I have 400 trained monitors which was a balk faced lie. I 
would deliver. The other gay leaders backed me up and said that I should be allowed to go 
ahead and do it which surprised me. Then I left and I got home. 
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Dan Vojir The Chronicle had a page that was one full photo with no text just saying, 
"Night of Terror," showing the cop cars burning. The story was on the inside. It was the first 
time that I ever saw a page photo on the Chronicle . That was very chilling. The jurors were 
interviewed said, "We didn't realize that it would cause this much commotion." Oh, for God 
sakes lady, the guy kills a Mayor and Supervisor. Whether he was gay or not that's still the 
mayor and the supervisor - he gets off with seven years. This was just absolutely hideously, 
so way out of line. Everybody was incredulous. People were backing us up who weren't with 
the community. People all over the country were saying this is the most ridiculous we've 
heard in years. 

John Cailleau Anyway, the night of the White Night Riot I was probably home watching 
TV. The next morning I pick up the papers and see the picture of the burning police cars. I 
went down to work where I had the tee shirt printing place and within the next day or so 
some guy comes in sortov of the Radical Fairy variety selling a tee-shirt that he put together 
the night before using the newspaper photograph and some quick home made silk screening. 
We ended up remaking those screens for them and doing a top quality print job. 

The verdict came out like on a Thursday, Friday evening there had been a Harvey Milk 
birthday party or anniversary, some Harvey Milk something. Sylvester was slighted to 
perform. It was supposed to be a lighthearted thing. Nobody knew the verdict was going to 
come out when it did but because of the carry over from the night before it had the potential 
for lots of fistage and flares. I was determined because of the kind of business that I had that 
I had to do something to express my feelings about the Dan White Verdict and ended up 
doing these tee shirts because I was in a tee shirt business by that time. 

Cleve Jones I got back to Castro Street and I just got on the phone. I was very good in 
those days at the mechanics of organizing. One of the effective things that I had set up was 
this informal phone tree. It really began with just a list of 50 people and that I had. My and I 



62 



roommate would call each of these 50 people. That would get the phone tree started. Then 
each of these 50 people had ten people that they would call who would each call ten people 
who were committed to this and who had used it before. It gave us the power, literally at a 
moment's notice, to turn out hundreds and sometimes thousands of people on the street. I got 
on that and got permission from the principle of Douglas School to use the auditorium there 
at that school up on the Collingwood playground. All day long we were training monitors, 
plus getting the stage set and the sound system and everything. All sorts of people were just 
buzzing about what was going on here and the radicals. I was holding meetings with my 
monitor people. I was also trying to get some communication going with the police. They 
were very paranoid because we knew that there were people on our side who wanted the 
violence to continue; we knew there were people on the cop's side who wanted the violence 
to continue. Many of us secretly and partially wanted the violence to continue but it couldn't 
it had to stop. 

John Cailleau I did these shirts that said "PLEASE! No Violence" and went to the monitors 
were training for the event and gave them all these tee shirts. The idea being that there would 
be all these bodies throughout the event which would say the same thing like a billboard, 
"Please! No Violence," over and over again. And we were all people who had worked 
together, trained together from the Advocate Experience and trusted each other enough for it 
to just be easy going. I took these shirts, put a pile in the middle of the room and let people 
grab them. 

Cleve Jones So anyway, I was sortov paranoid because I was sure that my phones were 
tapped. We were doing things like setting up secret medic stations and getting secret legal 
observers. In those days, not everybody had a video cam but we knew people who had video 
cameras. We were trying to set it up so the whole thing could be monitored. We wanted 
those people to be hidden away to take care of anybody that got hurt and we wanted to have 
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the best lawyers there. We wanted to have a mechanism for getting bail money for anybody 
who got arrested. Everybody was going to my house and, finally, when I looked around the 
room and saw that I really did know and trust everybody in that room, I said, "Listen, we're 
all leaving here right now cause I don't think its safe here and we can't use this phone. Just 
come with me now." I took them with me away to another friend's house. We were there ten 
minutes and there was a pounding on the door and the police came it and it was top brass. 
They said, "We want to know what you are doing." I said, "Well, what we're doing - we're 
going to have a rally and there'll be a lot of music and no moralizing." "Are you going to 
apologize for what happened?" "I don't think any body's going to apologize." That'd been 
one of the things discussed in the mayor's office was would the gay leaders apologize and 
they wouldn't, which I thought was remarkably ballsy of them. 

So the police gave me a radio so I could talk to them. And they kept trying to ask all 
these kind of questions and making kindov threatening remarks about how many officers they 
had. I said, "Well, please just keep your officers out of sight. Deploy them around the 
parameter but don't let them be seen here." And at one point I had to call the mayor's office 
back and say look, this isn't going to come off well unless you can keep the cops out of the 
Castro. There should be no uniform police officers." So there were thousands of police 
officers hidden nearby in allays and side streets but we kept them off. And then I remember 
running back down to Castro Street cause its show time, time to start. (Whispers.) I came 
around the corner and saw solid people, just solid people. Many people were wearing hard 
hats with sticks and clubs. (Laughs.) And I thought... The stage was ready; the sound was 
ready. I hopped up on stage and I had this radio that captain Jefferies had given me. I 
checked and it, "Hello Cleve," this voice came on and said, "We just want you to know, we're 
in a car in front of your apartment waiting for you and we'll be there when this is over," 
which I took to be a direct threat. OK, then I picked up the microphone and looked out at this 
sea of furious people. I remember tapping the mike, waiting for the sound to come on, bump, 
bump, and I took a deep breath and started talking. 
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John Cailleau We created an energy field within that gathering as well as wearing the 
signs that kept the thing from getting out of hand. 

Cleve Jones There was great music and speeches and humor and no violence at all. It went 
on for many hours, when it was finally over a few people had gotten drunk. That was the 
problem of staging a political action on Castro because you had your militants that you could 
rely on and you had the concerned liberal's that you could rely on but but you also had these 
drunk queens in the bar, totally unpredictable. 

At the end of the night, there were a few sortov drunk angry people walking around and I 
had all my monitors. Whenever we saw anybody that was trying to pick a fight, the police 
began to move in to do traffic control and stuff like that and every now and then some drunk 
guy would try to pick fight and a little group of monitors would go around and not confront 
the guy at all but stand around him and over and over we would sing, "Happy Birthday, 
happy birthday dear Harvey, happy birthday dear Harvey." We got through that night without 
a single act of violence. When I got home there was a cruiser out in front of my apartment 
and we went in. So that was the riot and the birthday party. 

The Grand Jury.. 

Then, you know, all hell broke loose and the grand jury was convened. I can't remember 
how long it was after the riot. I've got it in a scrapbook. I saved the supine. I'm in the 
shower one day and the phone rang and this voice who I didn't recognize said, "Just wanted 
you to know that the Grand Jury is coming after you." And I said, "When?" and they said, 
"Well, about any minute, get ready or leave." I was very scarred of the grand jury because 
you know in the '60s and '70s, the grand juries had been used in very frightening ways to 
attack progressive political groups and individuals. Grand Jury, it was scary. About an hour 
after this anonymous phone call there was this knock on the door and that was the supine to 
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come to the Grand Jury. 

This is a wonderful story, cause I called up a number of radical attorneys, Matt Cole from 
the ACLU and a civil rights advocate friend and some other parties. In a grand jury you're 
not allowed to have counsel. No one can go into the Grand Jury with you. You have to do it 
alone. But at any time during the interrogation in front of the Grand Jury, you can request to 
consult with counsel. At that time I was a heavy smoker, so was Matt Cole. We both decided 
that every time they asked me a question, every question, no matter how mundane, every 
single question, I would stop; I would ask them to repeat it; I would write it down word for 
word; I would read it back to them, ask them if this was the question. Then I would 
respectfully request permission to consult with counsel before responding. So I went into 
court and they said, (Cleve explains in monotone) "What is your name?" I said, "Could you 
repeat the question?" "What is your name?" I wrote it down (looks down, mimics writing on 
a pad, mumbles to himself) 'what is your name?' (Looks up and asks) "Is the question: what 
is my name?" I respectfully request permission to consult with counsel before responding. I 
go on up, out the hall, step outside, have a cigarette, go back in, sit down, "Cleve Jones." 
"What is your address?" "Could you repeat the question please?" "What is your address?" I 
write it down, (looks down, mimics writing on a pad again, and mumbles to himself) 'what is 
your address?' (Asks court) "Is the question: What is my address?" "Yes." "I respectfully 
request to consult with counsel before responding." Go outside, smoke a cigarette, come 
back in, "521 Castro Street," or whatever my address was at the time. So this went on, it took 
them like four hours to get my name, address, occupation and school. It just went on and on 
and on. 

The Forman finally threatened me with contempt of court. He said that I was required by 
the law to answer and I was required by the law to keep everything I was asked and 
everything I answered a secret. So then I went out and talked with my attorney for some time 
and when I came back in I told them: "I intend to answer all of the questions that you ask me 
and I intend to answer them truthfully but it is also my intention to publish the questions that 
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you ask and the answers that I have given." Then they went into an uproar. They said, "You 
can't do that. You can't do that." I said, "I intend to." Finally, they decided they would 
proceed and they said, "Please describe for us how you proceeded from Castro Street to City 
Hall." I went out and smoked a couple of cigarettes, came back in and said, "On foot." 
(Laughs.) And then half the jury cracked up and they were laughing. So they dismissed me 
and I was never indicted. There were charged pressed against some of the people who were 
arrested that night but there was no effort to prove any conspiracy. I think it was partly 
because the following weekend it was the Gay Pride Parade and it was just to everybody's 
interest not to see this go any farther. 

So Sunday morning Gay Pride I was marching with the Harvey Milk Gay and Lesbian 
Democratic Club down Market Street. I hate to admit it but I had body guards because I had 
received a lot of threats. So we're just walking down the street and all of a sudden this 
sortov odd looking, very straight looking middle-aged in a suit came out of the crowd onto 
the street in front of our contingent and started pointing at me, "You're Cleve Jones; You're 
Cleve Jones." And then the little body guards came around all me and we all went great, he's 
carrying a gun or whatever is going to happen from him. But then he said, "I was on the 
Grand Jury! You were fabulous, girl!" (Laughs hard.) And that was it. 

Dan Vojir After that whole thing there was still a sense of community and a bit of moral 
outrage and everything else. The Castro Street Fair got even more raucous and riotous. 

Peter Groubert After Harvey died, the only things that brought the community together 
again were the Candlelight Marches and each year less people went to those. It kindov went 
back to the old ways, sex. More sex clubs opened. People just wanted to feel good. They 
saw politics as a lost cause. They left that to the democratic clubs. Trocadero was in full 
swing. '79, '80, 1 guess it was, Dreamland. MDA was the drug of choice. Sex was the 
happening thing. I have my diaries from back then and just reading them I get tired. The 
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things I did were the things that most of the people did in '79, '80, '81 and even into '82. 

Cleve Jones I remember feeling exhilarated by it, frightened and uncertain how I was to 
behave but really exhilarated and it was so amazing to watch those police cars explode one 
after another on McCallister Street and then we knew everything really was different; 
everything really was changed. 

I think we did not clearly predict what the future would bring but we knew it would be 
different from what we had experienced before. And then there was really only a year or two. 
And I remember 1980; the Gay Pride Celebration had a Ferris wheel at the Civic Center. I 
was on that Ferris wheel with Anne Cronenberg and we talked about that and how we had 
survived Harvey's death and all of us who were around Harvey had been elevated by his 
death. We became prominent people and successful. We had accomplished an enormous 
amount in a very short time and then it all was changed again. 

John Cailleau During our interview, John frequently referred to one party he vividly 
remembers from the late 70s, one that he saw set the tone for the next decade. The first tee- 
shirt to start the whole thing was for a party called "Madness Takes Its Toll." He handed me 
an old party invitation reading: 'The masters having one of his private affairs and you are 
invited to a private showing of the Rocky Horror Picture Show... Your ticket to the Rocky 
Horror Picture Show," That was from August 18, 1978. People showed up in costumes from 
the movie. 

When we did that t-shirt especially, and I tend to believe that t-shirts have a way of 
creating their own reality, what madness was it that this t-shirt was really in reference to? 
Was it my own personal behavior and what kind of toll would it take? At that time, nobody 
had heard about AIDS. But I was wondering. Had my extraordinary self indulgence and 
freedom in certain years or my years of dealing with hepatitis, were they going to lead to 
some dire result, some form of madness that I had engaged in or were we talking about a 
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larger cultural and societal situation, some kind of madness. And now in retrospect which is 
extraordinarily clear, you can see that that was true, that the madness of the 70s, the Lets 
play, Lets party, Lets have sex did in fact lead to a consequence. So madness did take its toll. 
It was just a line from the Rocky Horror Picture Show. It was a free form of madness born 
out of a genuine spontaneity. It could be both divine madness and debauchery but even 
divine madness takes its toll (Shepard, 1994a). 



69 



Part II 
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Chapter Five: 

The Early Years-The Reagan Era 

First Hearing 

Within a year of the riots, men from the neighborhood getting sick from strange 
cancer. Whispers, misinformation and omens of death dominated the discourse about the 
affliction. "My mother put a copy of an article about GRID in a magazine of mine. I thought 
she was crazy. "Early on, we believed it was something that would only hit leather men, then 
we thought it only hit men in San Francisco and New York, then it hit my lover. That's how 
we learned about the disease, " one long term survivor remarked. Interviewees recall the 
days as HIV fatefully first crossed the paths of their lives. The die was cast. 

First Hearing 

Robin Tichane There were a couple of odd incidence of people's deaths maybe out there. 
Maybe one in '79, one in '80 but they were attributed to OD'ing on drugs and people dying 
shortly afterwards. It was hard to sort out, it seemed logical. I would have no way of going 
back and getting their names but by about '81, there were a couple of odd deaths. It was more 
than just one in a year, that I'd even heard of... 

Peter Groubert I first heard about this strange affliction that affected homosexuals by 
reading the newspaper on that April day in 1981 when it first came out in the New York 
Times. The Chronicle picked it up off of the AP and then they printed it in our paper. They 
talked about this cluster of homosexuals that came down with this strange disease and it kind 
of said that they weren't sure how it was spread. The article said that they didn't think that it 
was sexually transmitted, but they were not sure. It definitely caught my attention. 
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Cleve Jones After Harvey was killed I got hired by the Speaker to the Assembly to work as 
a consultant in the legislature. It was a political appointment. I was the first openly gay staff 
person hired in legislature. But I was assigned to be the liaison from the Democratic Caucus 
to the health committee. I began receiving the CDC publications, including the MMWR, the 
Mortality and Morbidity Weekly Report, so I remember the first report. I remember being 
puzzled, alarmed. I saved it. Shortly after that there was a wire service report of what the 
MMWR had said, and I clipped that and put it on my bulletin board. I thought it was 
poppers. I couldn't think of anything else we did that straight people didn't do. Even the 
specific sex acts were the same. 

Hank Wilson I heard on UPI, it was like a paragraph or two, a very short report from the 
Centers for Disease Control that there was a new phenomenon of people dying of an unusual 
pneumonia, and they happen to be homosexual. As soon as I heard that report, I went to the 
medical library at UC Parnasis, I mean, the same day. I figured that the system would not 
take care of us. There was no reason think that the institutions would do what they needed to 
do. So, in 1981 I started going doing research. I formed the community to monitor poppers. 
We were real concerned that poppers could be a cause of AIDS or a co-factor. We used the 
word co-factor right at the beginning. 

I was a friend of Bobbi Campbell's before the epidemic. I found out that Bobbi had 
AIDS at what I think it was the first meeting of the community about AIDS. Dr. Marcus 
Conant was also a featured speaker. Bobbi pulled me out of the room and told me he wanted 
me to know before the meeting that he was the person that had AIDS. Nobody knew 
anybody who had AIDS then. So he surfaced as a person with AIDS, publicly. Then, I think 
the next day, he came over to my house and showed me the lesions on his feet which was 
certainly interesting. At that time we didn't know too much and we were all paranoided out. 
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Vague Memories and a First Hospitalization 

Jay Segal "I was infected at birth, " Jay, a wiry brown haired man appearing much 
younger than his 45 years, observed. He wore black leather low tops, dark blue jeans, no 
belt, two loop ear rings, and a UCLA sweatshirt. Synthesizer music contributes to the notes 
from underground urban ambiance. A cluttered couch lays back in front of a table with a 
cigarette ashtray. Boxes of computer disks, a computer, a scanner and a lamp line the desk. 
An 18 inch high round silver clock, a file cabinet, a bookshelf full of manuals, and videos 
line the apartment on an ally off Market Street, the 101 overpass outside his basement living 
room window. "None of this shit makes sense when you're a confused person and nothing 
you've been told is right, " Jay explains as he leans back and recalls a party in 1981 and a 
trip to the hospital: 

I met my first lover in Chicago where, I believe, I also became infected, to the best of 
my knowledge on Good Saturday, after Good Friday, in 1981. I was at a weekend party 
where we rented a suite of rooms filled with twelve naked boys. We had a rock of coke, a lot 
of needles, a lot of mirrors. We did everything including all over each other. I had my own 
needles. Dull needles hurt. There were two rules in our drugged, fucking, play group: 
everybody has to know CPR and everybody hits themselves up. Those were our safe rules 
back in 1981. 

September 20th the same year, I was in the St. Joseph's Hospital for some weird 
disease. Neurologists flew in from around the world. It was neurological. I was slurring my 
speech. I couldn't walk, I was bedridden, no bladder control whatsoever, out of it, down 
completely. Scarred, panicked, no idea what's going on. They poked, probed, looked and 
they go, "We don't know what you have." I go, "That won't do. You poke and probe some 
more." They still didn't find anything they knew. They go, "It seems like you have multiple 
sclerosis but you don't fit the tests. You don't have multiple sclerosis but it looks like it." I 
had all the MS symptoms. Last year at the Berlin AIDS Conference, a French doctor named 
a neurological manifestation that usually occurs in sero-conversion. That disease was 
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multiple sclerosis as in encephalopathy. Cephalopathy means your brain swells. It was MS 
like in the way that it demyelinates the nerves just like MS. But this is MS that will probably 
be a virus and is caused by HIV. MS is a progressive disease and this is not, and eventually 
will heal. I have no signs whatsoever. 

I am convinced those are the times I got infected but somebody in that room had to 
have had HIV before. It doesn't come from mid-air; it comes from people. Somebody in 
there had it, could've been me. I don't know. I'll never know. It doesn't matter anyways. 
Going by that date in 1981 and out of that entire room, there are only two people alive to this 
day. We were all young puppies. I think was the oldest there. 

Lost Friends, a First AIDS Funeral In New Orleans... 

Brad Sherbert It was 1981 and I had a roommate who got sick while I was living with him. 
He was a bartender and I was too, but we worked different shifts. I stopped in just to see him 
'cause I never saw him at home. He was a big guy. I hadn't seen him in a while and I could 
tell he had lost weight. I asked him, "How come you lost so much weight?" He said, "Oh, 
it's this new diet I'm on. It's really working, you know." He said, "I feel great." And it was 
just a short time after that he went into the hospital but I didn't know they'd called it PCP. 

It wasn't long. He lost weight and it wasn't but maybe a couple of weeks. At first 
they said he'd be alright in about a week to ten days with the antibiotics. Well, the antibiotics 
they gave him were obviously for regular Pneumonia not PCP and they didn't work. After he 
was in there two weeks, I started asking, "Well, you know, you said he'd be all right in a week 
to ten days so what's going on? They said, "Well, the antibiotics aren't working." A few 
more days after that went by and he wasn't getting better. I knew at that point that he was 
going to die. 

Just days before he died I overheard the doctors talking to his mother, 'cause she was 
wanting to know how come he wasn't recovering. And the doctor said, "Because he has no 
immune system. We did a T-cell count and we couldn't find any T-cells," and explained that 
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that meant that he had no immune system, that he had a strange, very rare type of pneumonia 
that seemed to be hitting gay people at the time, that he was the first case in the South. There 
were a couple of cases in New York, one in LA and a few in San Francisco. They weren't 
really sure what was causing this immune weakness in gay men. So they just called it a Gay 
Related Immune Deficiency because all they knew, at that point, was gay men were getting 
Pneumonia and cancer. 

His family had a private funeral and none of my his friends, not even me, were 
allowed to go. We had a private memorial service just outside the French Quarter. He had 
worked at a gay bar on Bourbon Street. We walked from the funeral home to that bar where 
we were having a private celebration of life - cocktails, food and everything. You would 
never have thought anybody had died. The bar didn't charge us for the drinks. We were there 
for hours. I remember, we got some strange looks walking down Bourbon Street. We had to 
walk through a straight part of the French Quarter. People were looking at us like, Why are 
all these gay people all dressed up and walking down the street? 

Robin Tichane In '82 Michael Maletta, the guy I talked about who put together these first 
things gatherring friends, he was like an impresario; He was my barber. In January of '82 he 
wasn't feeling so good. Gyms were real big in the '70s and he went a lot. He was basically a 
gorgeous hunk. He was hospitalized around Easter of '82. I went to visit him and he looked 
terrible. He got out of the hospital but he wouldn't make appointments for me to get my hair 
cut, so I switched. Like July, maybe August, he was dead. It was just too bizarre; it had 
grown from maybe Christmas to July. Michael goes to all the bathhouses I do. 

John Cailleau Michael Maletta was the first person that I knew to die of AIDS. When I 
asked a friend where he was 'cause I wanted to go see him, he said, "You don't want to go see 
him." I guess at that time the wasting and the KS spots were so uncommon as to be 
horrifying. Now people just say, "Oh, he's got KS," but then it was more than we could 
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handle 'cause we were immortal, never to have any infirmities. You didn't see people on 
Castro with canes, certainly not wheelchairs. 

One of the first things I heard about AIDS was a disease called GRID; that stood for 
Gay Related Immune Deficiency. I think it was doctors in Los Angeles who began noticing, 
maybe it was KS, maybe it was Pneumocystis amongst a number of patients. It didn't fit the 
traditional profile for KS. The first person I knew to die was Michael. My line at the time 
was, "Once again Michael has shown us the way." He was the one that had created the all 
parties. Officially Michael was a barber and had a shop on upper Market. He did short hair 
cuts of men who wore Levis and T-shirts. He was responsible for creating some of the visual 
effects in the hair cuts. I created the T-shirts. When he had you in his chair he could impart a 
lot of enlightenment and philosophy of creative activity, some of the same stuff that I mouth 
off today. He acted kind of as a spiritual leader, a guru in his role as barber. 

Chance Encounters/Information 

Hank Wilson I remember, I was on Castro Street and I was talking to Bobbi and saw Cleve. 
So I went out and pulled him in and told them that they should meet each other because 
Cleve was a leader and they connected. That helped Cleve get the AIDS Foundation started. 

Cleve Jones At some point, I met Bobbi Campbell. I was introduced to him by Hank 
Wilson. I was just walking down the street saw Hank in the Twin Peaks bar; he knocked on 
the window and told me to come in. Bobbi had started writing a column for the Sentinel 
called, "Gay Cancer Journal." He took his shoes and socks off in the bar and showed me the 
lesions on the bottom of his feet. He was a member of the Sisters of Perpetual Indulgence. 
His drag name was Sister Florence Nightingale. So we did up a big flyer that explained the 
little bit we knew. We suggested that people cut down on their drug and alcohol intake and 
said that it looks like it may well be sexually transmitted but it was terribly hard to give 
anything definitive. Everybody was terribly suspicious. There were the beginnings of all the 
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conspiracy theories starting to float around, kind of great denial and paranoia. It's hard. 

G'dali Braverman In 1981, it was still just a "hmm, that was weird, that's sort of weird," 
"huh, what do you think?" "I don't know, what do you think?" "It just sounds like something 
isolated." that sort of general responce. By mid- 1982 it was clearly different. People were 
starting to shake in their pants. It was clear that it was more than isolated incidents. You 
heard second hand accounts of those afflicted. Someone you know who had tricked with 
someone was sick and you didn't even know what sick meant because it was still something 
peripheral. 

Art I never have tested. I got diagnosed in '82 before there was a test. There was no HIV; 
there was no AIDS. It was there is, something was wrong. Basically the picture that came 
across was that you will probably die soon. 

Cleve Jones Then I got a call from Marcus Conant. Marcus knew of me as an activist 
although I wasn't an activist back then but he also wanted access to Agnos, who at that time 
had considerable power in the legislature. We have dinner at the Zuni. There's something 
about Conant's delivery that I believed what he said. That night he told me that he thought 
that there was supposed to be a virus, sexually transmitted, similar to hepatitis. Further, he 
said that there was a potential for a long incubation period. I think in that first conversation 
he told me about some of the clusters. One was a house on Fire Island where my best friend 
had stayed and there was a house here in the neighborhood. I did not personally know the 
people, but I knew who they were. Then there was a cluster in LA. Then Marcus, I think 
Marcus has always known how to manipulate me, but he said that he wanted me to meet one 
of his patients. He took me up to UC and there was a man named Simon Guzman and that 
just was terrifying. His body was covered with lesions and he was near death. I think that he 
died a few weeks later. There was a picture of him sitting by the bed from when he was 
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healthy, and I love Latino men. He was just my type. I was quite shaken by that and I think I 
knew that night at the Zuni what was going to happen. Marcus' delivery was so matter of a 
fact. He led me through the bits of evidence that there were. He was jumping to a lot of 
conclusions but he was basically right. I knew that night. 

That night, I left the restaurant and I thought that I would be killed by it, that 
everybody I knew would be killed by it, that they would find a cure but that it would destroy 
our community and our movement before. I thought that everything was in jeopardy. It was 
not at all clear how gay people would respond. Would we stay together? We had political 
power because we all came to live here. Why was it that we lived here? Was it only for sex? 
If we couldn't have sex, would we still want to live together? Would we have a community? 
What about all these things had been created in less than a decade? the churches, all the 
social institutions. Would they survive? Would we pull together or would we fall apart? I 
was very frightened. 

DanVojir In '81, 1 moved in with my second lover, Jack. He had been a guinea pig in the 
Air Force for drugs. You talk about it, they tried it on him. He never knew three years of his 
life; they disappeared. As result, Jack got to be difficult to live with and things fell apart. I 
couldn't sleep with him. He would wake screaming, "Don't kill me." 

It was still very sexual times, like I said, 1980 to '81. That was when quote "gay 
disease" was coming out. After I moved out, Jack said, "Dan, I wanted to tell you this. I've 
had these little things on me and..." He broke down because he didn't have any insurance. 
He worked as a waiter at Zims. He says, "I befriended this guy. I asked him to look at me in 
the washroom." Jack completely started crying. He says, "When he saw me, he freaked." To 
this day, it sends chills when I think of the way he said it. Jack was a tough guy from Hells 
Kitchen. His father had a contract put out on him when he found out he was gay. He says, 
"And if you tell anybody, I will kill you." We knew that something was happening at that 
time. Word was just beginning to surface. 
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He decided he was going to move back to New York. He moved into a Franciscan 
Monastery where he died. By that time it was already November of '82 Jack was considered 
something like number 436. I called to wish him Merry Christmas and I was trying to get 
through. They kept saying, "He's not here, bla, bla, bla..." So finally I got Father So and So, 
referred by Brother So and So. He says, "Well, we have to tell 
you that Jack died of cancer." I said, "No he didn't. He died of AIDS." 

Robin Tichane Then a second friend that Spring of '82 had this bizarre mouth cancer. 
He went to a doctor I also played with. The doctor says, "What is, I'll say John, concerned 
about? He just has a little mouth something; I'll go in and cut it out." This was a cancer 
specialist. All of a sudden he started sinking at the same time as the Michael Maletta thing. 
He was dead before Thanksgiving. My doctor friend was stunned. He couldn't believe it. 
He said, "Why would a 33 year old person drop dead from such a little mouth cancer?" 
Actually I went to the service with the doctor. Afterwards we went to a nice dinner and he 
said, "You know Robin, this is just totally baffling and something strange is beginning to..." 
And we came up with a few names. 

Maybe by Christmas time the authorities had come up with a name for it, GRID. We 
kind of started realizing, oh it's more than just San Francisco. It's New York and LA. It's gay 
related. Within six months , the Bay Area physicians had come up with a list of guidelines. 

Peter Groubert More information started coming out and I started putting things together. 
I figured, whatever this was, I had it because I did all of those things that the people in the 
newspaper articles did. I got around a lot. I had sex with a lot of different people. One of 
the reasons that I thought I had been infected was the year before I had the swollen lymph 
nodes. I went to the hospital and they did a biopsy and they were not sure what it was. But I 
did look back over my records and it looks like it was the HIV when you seroconvert, the flu, 
the aches pains and stuff like that. I checked my records and those were there. Years later, I 
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checked with the hepatitis study and I had my blood drawn on August of '80. That was 
negative. Then it was just a month later that I had this thing with the lymph nodes. We called 
the VA. They had kept the sample and they checked it and it was positive. So back then in 
'80 is when I was infected. That was 14 years ago. 

So, in the meantime, here I was. I was sure I had this disease, whatever it was, 
although there was no test and there wouldn't be for a few years yet. All of a sudden, people 
started to die from GRID. One of my boyfriend's lovers, his lover was the first person I knew 
to die directly from AIDS. John died in '83. But even then, we still didn't know that it was 
sexually transmitted. So people were still having sex like crazy and more and more people 
started to get sick and die. They died so fast back then 'cause nobody had any... they didn't 
know they were sick right up until the end, which is one of the sneaky things about HIV. It 
doesn't really let you know until later on. So people were just screwing back and forth, 
infecting and re infecting like crazy. 

Venerial Bizarro 

Robin Tichane They didn't come right out and say it, but it seemed pretty clear 
something venereal bizarro is going on. The national authorities didn't say nothing and 
people just kind of started developing their own theories. I knew a friend who thought it was 
blood. He thought it was when he went for an operation, don't get a blood transfusion. He 
was kind of seeing it from that angle. And the authorities were mum, nothing nationwide. 
They weren't saying a prayer, none of this. More and more folks, started to check out. The 
Bay Area physicians had their list of "this maybe," but it was guesswork. 

Brad Sherbert I think it was in the latter part of '82 that I read they had found the reason 
that these gay men were getting sick was because there was a virus that was obviously 
sexually transmittable. They had no cure or no treatment for it and the results were always 
terminal. At that point, they didn't figure anybody to last more than six months with AIDS. 
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But they weren't calling it AIDS then. I think it was either the latter part of '83 or the early 
part '84 when they started calling it AIDS. 

Robert Boulanget apartment manager It seems like everybody has slept here. It's very near 
the Castro, in the middle of Market Street. They had gay managers so it got gay tenets and 
was wild at times. 

Unit 605 is a studio up on the sixth floor with a view. There were all kinds of stories 
about the tennet. Nobody ever saw him. 605 was pictured in Drummer, a leather magazine. 
It was like a dungeon. It had frescos of fist fucking and girls and guys, some kind of mirror 
on the ceiling, platforms and slings. The windows were made of mirrors. 

And then all of a sudden this guy died. Apparently he'd killed himself. Everything in 
his rooom was so greasy. It was not to be believed. I took it apart and painted it but the 
fresco never come out. I rented it to this lady who moved in. Three months in, she called 
crying and said, "Robert, I cannot live here. I do not know what is wrong with here but I 
cannot live here." I think she felt the vibes. She said, "There is something about this 
apartment. I don't know what but I cannot..." 

The story back then was, "I won't have AIDS because I don't wear leather." That's 
what we thought at first because it seemed like it was only leather people that got it. But 
1982, it was just when you started questioning yourself whether or not you? 

Peter Groubert People were afraid afraid of themselves. They were afraid of everyone 
else. Fear truly gripped the city. Of course, the government didn't make it any better. As the 
older gay people died off and cuckooed and moved away, younger people came in. 

Philip Blazer I was in San Francisco a couple of days before I saw the first report about gay 
cancer on KRON TV, April '82. I was with the people I was staying with and we all laughed. 
We thought, "What now? Everything about being gay is going to give you cancer. What 
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now?" That was the first time I heard anything. It just progressed really fast to knowing a lot 
about it. I thought it was something that would never effect me. You know, they were 
finding these cases in places like LA, New York, San Francisco and I was from the South. 
There's just no way. At that point I hadn't been here long enough to be promiscuous. And 
they didn't know how it was transmitted so that wasn't really a concern. 

David Pattent So, the options were that I either left the country, or else I'd go to jail, or 
alternatively go into the military, David explained as his rationale for leaving South Africa in 
79. I spent about a year bumming around Europe, specifically in the Southern Mediterranean 
regions. Got pretty bored with all that, didn't know what I was going to do for the rest of my 
life, figured, "Well, I'll go to Australia." But on my way to Australia, I thought, "I want to 
see America." So I literally got off the plane in New York and spent the next five and a half, 
six months traveling, tricking my way across. In Vegas, I was introduced to the whole new 
world which was sugar daddies. Wherever I went I was picked up by limousine, dropped off, 
you know, sugar daddies giving me rings and jewelry and buying me pretty clothes, and all I 
had to do was suck some dick once in a while, which was, you know, that's the way it went 
back in 1980. 

I found a German lover, Tom, and got married to him. We built a home in Las Vegas 
and bought a boat. It was really a real fruify lifestyle, moving in the Liberace set and 
Wayland Flowers and people like that Paul Lynn, Diana Ross, Cher. We were moving in 
some pretty high circles back there. We all were big into coke back in those days. Coke was 
we all carried vials. You came into the house, there was this crock of cocaine that you just 
helped yourself to, did a couple of lines and went about your business so, very much a way of 
the lifestyle back them. Then I met a man who changed my whole life. January 1983, that's 
when I met Bill. He and his lover Michael came on a boat. We were on a weekend charter on 
Lake Mead. He and I and his lover Michael hit it off really well. 

Michael was a little head coldy, you could hear him sniffling and stuff, but he was 
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having a good time. We were drinking champagne and dipping strawberries into champagne 
and having a real nice day. There was nothing to indicate that he was going to be dead three 
weeks later. He had a cold. In fact he had been in bed for like three or four days with a cold. 
And yet he looked fine. Well, not necessarily. Michael went very quickly. He wasn't one of 
those people that drug the whole thing out. I mean he got sick and died within three weeks. It 
was real quick, as was the case in the early '80s. People just got sick and died. It was, 
actually they had it easy, they really did. 

Robert Boulanget My whole life was Phillip, nine years. When the first talk of AIDS 
came out I definitely did worry about Philip and I guess about myself. I had done things back 
in the old days back in '73 but when I was with Phillip I didn't do much. "Oh, he doesn't look 
sick," people would say. There would be something following me, something there. At first 
I didn't know what it was. But it was big. It was like a rock... 'cause it was heavy and it was 
a taste and it was a feeling and it was there. You could not get rid of it. It was always there. 
Later on I realized what it was; AIDS. I was just aware of it. 

Robin Tichane That doctor and I stayed in touch. In fact, today he's one of my best friends. 
It snowballed. It would become the topic of conversation at all dinners like maybe what 
opera people might have talked about when they got serious about opera. A lot of it was just 
hearsay, it was anecdotal, "Well such and such a friend died." People would get sick and die 
six days later of pneumonia and there was such a range of deaths. Some people would get 
some form of a cancer and other people would linger and get real real skinny. I had one 
friend who died of Kaposi's in his mouth. It was the combinations of ways of dying. It didn't 
seem possible that one thing could be causing this range of deaths. That was a bit odd, could 
it be related? Are the pneumonia people related to the KS people. I don't remember; It was 
jumbled. There was no pattern. Some people die of CMVA which goes to your eyes and 
you go blind. There are like 30 different ways to die. Those with KS don't necessarily get 
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pneumonia. Could it be two things going on at the same time? 

Bob Lee Those first years of the disease, the conversations over dinner 
and at the bars were basically denial. You know, "So and so I know has got the Gay Cancer 
but he was a slut." It was that kind of a reaction, "He deserves it." It just reinforced what we 
had been told. 

Michael's Death and This Gay Plague Thing? 

David Pattent We met on the 18th of February 1983 and on the 10th of March Michael 
died, the first person in Las Vegas to die from AIDS. Big scandal. Bill was in the military at 
a nearby Air Force base. Hit the newspapers; they mentioned everything but his name. 

Bill, Michael and I had become close. We hadn't had sex, but there was definitely an 
energy between us. Michael died. A couple of days later I was having a small cocktail party 
at my house and a mutual friend came who was staying with Bill and Michael. He said, 
could he bring Bill with him? So he brought Bill over to the house. I didn't expect Bill to 
show up three days after his lover had died, but he did. At aboutl 1 o'clock to go outverybody 
else decided to go out. 

There was just this energy between Bill and I that I knew that he really wanted to talk; 
o one was listening to what he had to say. He was really hurting, but everyone was like, It's 
unpleasant, let's not deal with it. We don't know anything about this. At that point he had 
already become somewhat of a pariah, people didn't want to be involved with him. Bill and I 
stayed behind and talked for about three or four hours and eventually wound up having sex 
with my lover in the bedroom. Fully aware of what was going on. This was the early '80s 
where promiscuity was encouraged. (Chuckling.) And that night I fell in love with the man. 
There was just something, an energy about him that I wanted to be a part of. I reached out 
and his pain became part of what I was feeling. It was a weird experience and it's never 
happened since. 
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I'd read the newspapers. It was called the gay plague in those days. Not even GRID. 
He died from the gay plague. The headlines of the Las Vegas Review Journal from the 10th 
of March 1983 read: First Gay Plague Death. Michael Shortell. I need to go back a few steps. 
I had just started hearing about this gay plague thing? I was kind of comatose to the whole 
thing. But when I read Michael's story, I realized that I, too, had this disease. Because 
everything that they were talking about I had manifested back in Iowa in August of 1982. The 
night sweats, the fatigue, I had come down with what were like flu/mono-like symptoms. I 
was sick for about six weeks. I lost probably about 30 pounds from night sweats. I just 
generally had this really tired feeling and didn't have any energy. So when I read the article, 
and the symptoms that were supposed to be part of this gay plague, a little light when on 
inside me, like, uh-oh, I've got this, too. So, when Bill and I were sitting talking in the wee 
hours of the morning and we started having sex, his comment to me was, "You have to 
realize that I probably carry this disease." Not knowing anything about it, of course, as no 
one did in those days, I said to him, "From what I understand of this disease I, too, carry it." I 
told him what had happened to me six months earlier and we decided that it was okay for 
both of us to have sex, because if we were both infected, what difference did it make? There 
was no such thing as re-infection. There was none of that knowledge back then at all. 

Cultural Impacts - Us and Them... 

Robin Tichane Before AIDS, a lot of the straight world found it a little chic to have a 
few gay friends. It was trendy to do that in the late 70s, so there was some openness that was 
evolving. By the time Reagan took office in 1981 and AIDS started coming out, then 
suddenly it evolved to where "this isn't quite so trendy" to have gay friends with a possibly 
contagious and possibly fatal disease around at your parties. 

Harvey Milk got assassinated; Moscone got assassinated and Carter got thrown out of 
office. Mayor Feinstein had always been sympathetic to a lot of the gay people in the city, 
but she's clearly more conservative than Moscone and Reagan was clearly more conservative 
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than Carter. I found socially that things were shifting and bathhouses were no longer 
acceptable. They were eventually closed. My business, for two or three different reasons, 
closed. One of them was that I was an out openly gay person ran it and people weren't quite 
so comfortable with it as they had been in the '70s. I associate a lot of that shift with AIDS. 

Politically, it was conservatism triumphant. Reagan was elected especially on an 
anti-tax thing and he railroaded his tax reduction plan through Congress because that's what 
the people wanted. He put into effect nation-wide what California had done in '78, well that 
was property taxes. There was a big anti-tax movement in this country and Reagan 
personified it. Reagan was also the actor and the flag waver. After Viet Nam people were 
kind of catching their breath. Did we really do this to the country of Viet Nam? Just trying 
to ignore it. By '81, people wanted to forget Viet Nam. They wanted to be patriotic. They 
wanted to feel good about themselves. They wanted more money to spend, more money in 
their own personal, private pockets. All of that played into the situation of no special favors 
for marginalized groups in the country, anti-welfare. That paralleled those first four years. 



Chapter Six: 

Community Responses, 

The First Waves of AIDS Activism... 

Internal and External..... 

Cleve Jones The first wave of AIDS activism started in the early '80s and it was 
characterized by the buddy programs. There was this whole outpouring of people whose 
friends and lovers were getting sick. And we created Shanti and the AIDS Foundation and all 
that. It's very interesting for gay liberationists because we who had toiled for so long in such 
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small numbers were suddenly joined by a lot of people. It was a little bit like the Briggs 
Initiative all over again. There was all this new blood in the movement and all these new 
people who had no political perspective at all. Most of us who had been part of the gay 
liberation came out of the anti-war and the Black Power movements. 

G'dali Braverman G'dali, born in Tel Aviv, moved to New York in 1981 after graduating 
from Georgetown. He explained his approach to the first few years. By mid- 1982 I had 
gotten involved with Gay Men's Health Crisis when it was all of literally 20 people. 

The year before, my brother and I had met a man doing some design work in our 
office and we got friendly. He an older gay man. I ran into him in the Village in 1982 and 
everything was happening. He said, "Are you interested in giving some of your time to do 
volunteer work?" And I said, "For what?" He told me and I said, "Yea, I am." 

I was 22 years old. I always felt that community service on some level was important. 
I wasn't wholly out. I felt that there was a basic urgency here and I couldn't identify why. I 
did not feel that I was at risk because I neither lead a promiscuous life nor had I used any 
drugs. And even though, in the early days, we didn't identify that those were the things that 
transmitted the virus, it seemed on one level that those would probably be connected to 
whatever was going on. I never went to Fire Island or to San Francisco. I hadn't been in a 
sexually active environment. It was just something that I felt in my gut was important. In a 
corny way maybe there was some higher power there. 

We used to set up a folding table around the city, usually Saturdays and Sundays. 
There were like six or seven of us. The little information that was available was printed up 
into brochures and we'd stand at the table with all the pamphlets and a bucket asking for 
donations at 77th and Columbus or down at Sheridan Square. It was really interesting to 
start getting a feel for the dynamic and the response on a very interactive level of the 
community and of the city as a whole. Most gay men would pass by the table or would cross 
the street to avoid the table, sort of the way that you avoid the perfume salesperson at 
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Bloomingdale's at the bottom of the escalator. So you'd find yourself just disgusted with the 
community. But women with babies with strollers would stop; younger heterosexuals 
seemed to be interested or accessible on some level that most gay men weren't. Literally you 
could spend entire Saturdays and Sundays with maybe three or four gay men ever stopping to 
talk or donate money. Of course, as the incidents rose, more people knew someone who knew 
someone who knew someone, then more people knew someone who knew someone who 
knew someone. And then more people were dead. 

I can remember we had a placard. It was handmade. Everything was really very 
primitive. We mounted it behind the table and on the top it said: "New York Cases" and then 
below it said: "US Cases" and I can remember when there were 300 or 400. I can remember 
when we hit 1,000 in New York and we switched the numbers. It was '83.... 

Cleve Jones - The early AIDS Foundation Years - It was so weird, the day we opened an 
office we had a phone put in and it was not listed. By the end of that first day that phone 
never stopped ringing. There was a line of people, it was upstairs, down the stairs onto the 
sidewalk. I would just go down on the street and look for people whose faces I knew from 
political organizing and I'd (reaches over to hold my arm) grab them and I'd say, "Would you 
please come up stairs and answer the phone for me please?" And we did it. We decided that 
we had to organize. We sort of had found a cause. There was not really a lot to do except try 
to be there for people. Our first efforts were in finding physicians who were not homophobic 
who would see these patients. 

G'dali Braverman GMHC was extremely disorganized. It was extremely difficult to do the 
work we were committed to do. One of the guys in our group had in 1981 lost his lover. By 
1983, people that I had worked or volunteered with had become sick. People who came up to 
the table would come with concerns regarding their friends or lovers. 
Art G'dali' s plate was full as one of a small group of Americans 
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actually confronting the little-known affliction. He knew HIV was radically changing his 
personal and community life but he wasn 't yet facing his own mortality. Art, on the other 
hand, had been diagnosed in '82. Unlike G'dali who reacted to HIV by looking at the world 
on a macro level, Art chose to turn inward. In the days after he was first diagnosed with KS: 
I didn't have a story. I didn't have a script. This was a mystery and I was/am a lot better 
dealing with a mystery than I was dealing with a script everybody agrees to: "This is how it's 
going to happen and this is how it's going to happen." So I think was pretty lucky in that way. 
At the time nobody knew very much so I thought, I am not going to listen to you. (Laughs.) 
Although the minute anybody thought they knew anything, they insisted I listen. 

"The doctors had to admit they knew absolutely nothing, " 

I went to San Francisco General when I was first diagnosed. There was a list of tests 
that we were expected to go through, a whole page and everyone said, "Your appointment is 
here, here, and here." Once I was with the doctor I said, "Lets look at this list." Only one or 
two of them would do me any good and some of them were dangerous and painful. Nobody 
questioned it. I know people who have had their lungs collapse from bronchoscopies that 
weren't necessary. Blood gas tests they were doing were a painful process. You have to open 
an artery. Anything not to have fear, to pretend you've got something in control. 

Early on I set to looking at the alternative treatments. It was a wonderful proving 
ground. This was one area in which the doctors had to admit that they knew absolutely 
nothing and were having no success. So, where else to prove the holistic methods? I took a 
lot of time into exploring how the body deals with cancer, how it can deal with it naturally 
and how there are things that get in the way - stress and alcohol and drugs and treatments that 
you are given for it, even from spiritual lack. It turned out being that illness is not an isolated 
thing as we would have it. Dealing with it involves a different movement of art. 

Somewhere there is a virus that either comes along for the ride or is caused. I don't 
know which and I don't care. That's about it. I have strong experiences and belief about 
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ways our consciousness can affect our bodies. Early in this process, I sat down and wrote up 
a list of things that I was going to do if I was going to die and what I was going to do if I was 
going to live. I worked on that, meditating and really analyzed those two ways and found that 
the more that I thought about it, meditated on it, the more they became the same list, and that 
the illusion that they were two different lists represented a split in me and living in a place 
that wasn't now. All those "what if s" were sucking the life out of me. Those lists just started 
to merge. What I was feeling at that point should have been just what I wanted to and should 
do. What was going to happen in another ten years all depended on what I was going to do 
right now. The future issue just lost all of its power. 

Fighting For Our Lives and a Bit of Confusion 

Hank Wilson I worked on the first AIDS Candlelight March. It was the first time that we 
put the call out the community to support people with AIDS and again we didn't know if 
people would come. The parade was totally controlled by people with AIDS. We put up 
signs everywhere and again; we saturated. I remember yelling at a guy that owned a gay 
bookstore because he wouldn't let us post a sign about the Candle Light March. I disrupted 
his store and he changed his mind. 

I called Larry Kramer and Paul Pomphin and told him that we'd send posters for the 
march 'cause we wanted them to have one at the same time and we knew that GMHC was 
having an event at Madison Square Garden. If they announced the Candle Light March all 
they'd have to do is turn the lights out and light a candle. From the beginning we had 
marches on both coasts. I called both Larry and Paul but I didn't tell them, they were already 
feuding, make sure it happened. 

This march was incredible; thousands of people did come. I remember the meeting 
where we came up with the theme, talk about process we had a meeting for everything. We 
talked about different things. "Fighting for Our Lives," as soon as anybody said it, everybody 
consensed on it. That was what it was going to be (Nongesser, 1986). 
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Robin Tichane It wasn't until '84 or even '85, that they identified an HIV virus. When they 
announced that they had identified HIV, it was pretty clear that they had identified it and had 
held off announcing it until they had a test for it as well. It will come out in 20 years that 
between '81 and '85 the authorities knew there was a venereal disease and a blood infection 
but they didn't want the country to go bonkers. They thought if they could not identify this 
blood product, that for four years all surgery in the United States, all blood transfusions 
would stop. People would have been hysterical, so they said nothing. 

I think that say within six months of '81, they could have come out that it's a venereal 
disease, you don't have to prove it, so use more precautions and we're working on the blood 
supply issue. Everyone was guessing for four years. I think the bathhouses closed before '85, 
based on guesswork. It's pretty appalling. That allowed many avenues of transmission to 
happen which were totally preventable. 

Hank Wilson Gary Walsh went to the the Harvey Milk Gay Democratic Club. I remember 
he brought this thing up. We were trying to talk about how the community responds about 
AIDS and Carol Migden, of the State Assembly, adjourned the meeting right in the middle of 
the discussion. She was president at the time. I support Carol now. But historically, he took 
the issue, as a person with AIDS, asked for support to do a march and they adjourned the 
meeting rudely. I was there and I went to him and I said, "We can do this." We don't have to 
do it through this group, we'll just do it and we did it. 

People were very frightened, traumatized. Early on that was clear. We also knew 
people were getting sick. It was very difficult to deal with and then, was it going to be a 
liability for the community and for the political agenda? You had people using it as a political 
weapon. 

There was that controversy about the bathhouses. I went to all those Health 
Department meetings from the beginning. There were also people who were making charges 
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that went to those meetings. Process-wise, they did not raise their voices. And then you 
would read about stuff in the paper and I would go like, "I was just at that meeting. That 
could have been raised at that meeting," and it wasn't. They were getting political mileage 
out of it. I'm talking about, What should we do and how should we do it? Should we tell the 
community? And what is the message? When do you do it? Who does it? There's no 
question that you tell the community. The question is, what is the context? What's the 
message? And how do you do it? Stylistically, there are different ways to go about that. 
AIDS became a political football. Some people used AIDS and I still feel a lot of anger 
about that. 

Peter Groubert A big controversy about the baths that split the community quite a bit 
back then. One side wanted baths closed, the other didn't. It was a health issue. It was a 
political issue. It was a freedom issue. It became so many issues. It was a pretty ridiculous.* 

Robin Tichane I saw some statistics about rates of rectal gonorrhea in San Francisco. 

In 1979, there were 400 to 600 cases at the city clinic every single month, phenomenal rates! 
By 1980, public health people in San Francisco were seeing 100 cases of gay rectal 
gonorrhea. People were kind of getting the message. The rate was 500 down to 100 just on a 
hunch. By 1990, it's down to 20 to 25 a month, a 500% drop. By 1990, they had to close a 
lot of public clinics because there no caseload. But nothing about HIV until '85. Those 
bastards ignored it or deliberately hid it. That'll come out, there's a real story there. 

The stories we'd get from the government were maybe it's Crisco. Maybe it's poppers. 
They were just kind of absurd explanations. It was all kind of fuzzy what was going on. 
People thought, "Oh, if we're goody two shoes and use condoms for these six months then 
we're over the hump." No one had any idea that it would take over 1 1 years and that people 
who are dying today weren't infected just six months before their first illness. It might've 

* The Bath House will be briefly be re addressed in Chapter 22. 
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been 11 years?! How can an infectious agent take 11 years, average, incubation? We were 
all thinking in old fashioned terms that, oh, six months for tops. But as it got bigger and 
bigger, well maybe it's a year. Could it possibly be 14 to 18 months? The concept of 1 1 
years average was not conceivable, whereas today it's a fact. Some people thought that if you 
got a glass of vitamin C that would prevent it. There was a kind of quack medicine going on 
as to how it's transmitted and how to deal with it. It was a strange period. 

Hank Wilson In 1985 Mobilization Against AIDS picketed Barbara Boxer at one of her 
community meetings. We were angry because the Democratic controlled Congress wasn't 
doing what it might do. Everyone wants to blame the Republicans, OK. She about had a 
stroke. She wasn't homophobic but she also wasn't being responsive. We were asking for 
funding, resources. We got in their face. We had a mentality which is think is important 
right now for younger gays and lesbians, "Don't Rely on the System. Do What Needs to Be 
Done. Take Care of Yourself." 

Cleve Jones The fear in that first couple of years until 1985 was just a roller coaster tale for 
me because my circle of friends was hit very early. I didn't know it at the time but I was 
already infected. I had lovers and boyfriends who had been sick so I assumed that I was 
infected. When I look back I am also really proud because nobody did a fucking thing except 
us. I've made a lot of mistakes in my life and done many things that I really regret, but I was 
one of the first people on the planet to understand that this was going to happen. I was one of 
the first people to act. I knew all the people who were among the first to respond. We were 
heroes. There are many things I would do 
differently now but I still think that we did a good job. 
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Chapter Seven: 

Test ResultSyTime Bombs, 

Rambo & the '84 Olympics... 

Bruce Springsteen released his album, Born in the USA. In contrast to the Carter 
years culminating in a hostage crisis and a boycott of the 1980 Summer Olympics, patriotism 
made a comeback in 1984. The culture embraced flag waiving again at the Olympics in Los 
Angeles. Viet Nam wounds were healing. Reagan trounced the Mondale in November, 
restoring power to a presidency tainted over the previous decade. And among the 
celebrations, a small group of men received some very unfortunate news. Interviewees recall 
receiving test results. 

Robin Tichane Reagan and the Hollywood folks had the imagery down and they were 
able to manipulate broadcasts and print media very persuasively. They had had lots of 
practice. It was overwhelming to see all of those promotional things be put to effective use at 
the national level. About the time they had given a name for the HIV virus, they came out 
with a test. Those were almost identical events. 

Jay Segal I was in the trial for the test in 1984. You still remember the counseling, 
walking in that room and them telling you the results. There are certain things in your life you 
always remember. If you're old enough, you remember when Kennedy got shot or when the 
Wall fell. I can even remember the guy who told me I was positive. I wasn't too shocked. I 
figured as much since I had already lost a boyfriend. 

Time Bombs, Part One 

David Pattent The next day, I went to my doctor's. I would like to mention his name but 
I'm not going to because he is very big in the HIV movement. He's written a book. Went in 
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and I say to him, "You know, I think that I've been exposed to this virus. There is something 
going on in my body." My lymph nodes were all real puffy. So he did, what they knew in 
those days, a T-cell count, which took three or four days to get back because they had to 
literally hand count the T-cells. So, he called me back into his office and he said, "Looking at 
the way your immune function is right now, you probably have about six months to a year to 
live, probably closer to six months." The advice he gave me was two sentences: "Get your 
affairs in order and please do not come back. Because if anyone finds out, I will lose all my 
patients." I went numb. And it was just this, Okay, so I'm dying, now what do I do? Literally, 
I went out that week and arranged my funeral and got affairs in order. 

My immune function at that point, I think my T-cells were like at 362. So, I was 
already immune compromised. And of course there was nothing, no medications. So, Oh 
God, it's such a long time ago. I went home and told Tom. In the meantime, Bill had told his 
Base Commander that he suspected that he was carrying this disease. Everyone knew that 
Bill was gay, but it wasn't a spoken about thing because everyone respected him so much. 
They started running batteries of tests on him and immediately knew that his immune system 
was compromised. There were a number of things that had gone wrong. We didn't know it, 
but the Office of Special Investigation had already started investigating him for homosexual 
behavior. But they couldn't prove anything so they closed the file. When he came forward, 
the file reopened itself. 

Chata I started hearing about the "Gay Plague," in late 1980, '81, '82. I was in San Antonio 
at the time. In 1983, 1 had gotten real sick, what I had assumed was a cold got worse and I 
ended up flat on my back. The ran all these tests. At first it was just the flu, but I had a 
temperature of 104. That went on for a couple of weeks and then my lung collapsed. 

That's when the doctors said, "Excuse me, you've got PCP," which totally freaked me 
out. What the fuck are you telling me here? They were trying to explain how this only 
happens to certain individuals. Then he started asking questions about my sexuality as far as, 
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"Are you gay?" or "Do you use drugs?" "What the fuck does that have to do with the fact that 
you came in here and told me that I have pneumonia?" Then he told me he was going to 
diagnose me with GRID. 

I guess it was 1985 when I decided to get tested. Sure enough, it came back positive 
but my T-cells were like at 800. I was still freaked out because here it is, we're in Texas. 
You were getting very little information through the news and through the community itself. 
You still really did not know what HIV was, what GRID was, and what all that meant. 
Having to be lying there flat on your back in 1983 with doctors and nurses looking like 
astronauts coming into your room, not able or willing to touch you, not wanting to do things 
for you is probably the most humiliating thing for a human being to feel. You get totally 
freaked out. What the fuck? Here I was already living with a man for the last ten years so it's 
like, what does this mean to me? 

My lover was pissed off at the fact that I had received this diagnosis of GRID. How is 
it spread? Can we get it by touching? Can we get it by kissing? I mean, all that stuff ran 
amuck among your head. How it was going to play out? Kurt, my lover, was so pissed off 
with me and so mad. It was more what I was given so to speak or the diagnosis that was 
given to me. He was flat out scared at the fact that here I was, owner of two restaurants. 
People find out you're queer. People find out you got GRID or AIDS, there goes your 
business. There were rumors around that you could get it from waiters that were serving food. 
It took a toll on you of not knowing what was true and what wasn't and whether you were 
going to die today or in five minutes. The doctors told me flat out in the hospital that I had 
five months. Good-bye. I had been so stressed out since '83 and here it is '85, what is this all 
about? 

Beyond Having No Idea.... 

John Cailleau I got tested for curiosity more than anything else. But it must have been that 
they had some idea that it had something to do with sexual activity. I figured that since I had 



96 



been incredibly sexually active that there was at least the possibility that I had this whatever it 
was that was causing this weird disease. So I went to an anonymous testing site at 17th near 
Castro, got tested, had some bureaucratic counselor talk with me after she gave me the 
results. When she told me I was positive, I handled it incredibly well right there. I wasn't a 
mess or all that surprised. When I got home all of it hit me. 

John pulls out a tape labeled, "DEPRESSED" from when he tested positive for 
HTLV-3 and puts in the tape machine. A barely audible angry voice emerged from the fuzz 
of the decade old recording: "Now lets see what I can say about myself tonight 'cause I feel 
like shit. This afternoon I got a positive antibody notice which doesn't mean anything except 
that it's possible for me to get AIDS. It means I probably am contagious and can transmit it 
and I know I got about a 20 percent odds of coming down with it, an 80 percent odds of not 
coming down with it. I feel like something fucking went off in my stomach tonight." 

John trails off about a number of problems: Now lets talk about me being 46 years 
old and not having any close personal friends that I do things with, nobody. If I don't go to 
my parents for Christmas I will probably be alone, one of those orphans nobody wants. Lets 
talk about me having an ugly nose. Lets talk about nobody being attracted to me. Lets talk 
about nobody ever calling to go out and do anything with me." 

John turns off the tape: As you can see, I was to my ankles and beyond in self pity. 
It's pretty evident from the tone that I didn't feel I had a lot of support mechanisms in place. I 
must have called a couple of friends. At that time, most people didn't know their HIV status. 
Most people were not even thinking about their own disease status. 

Robert Boulanget Phillip was the type that never whined. We worked together and he 
complained being tired. He always had been. Then he had a boil on his leg that wouldn't cure 
and he had to go to the doctor to have it all cut out because it got infected. Then he started 
not being well and things happened very fast. I think they did happen a lot faster back then 
because we didn't have all this knowledge yet. This was at the beginning. He always had a 
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hunger pain, like when you get hungry. The doctors tested and tested until finally they found 
KS in his stomach. I think as he got sicker he began to accept his dependencies. 

Darnell Davis Trees lined the alley of Davis' South of Market warehouse district 
apartment. I remember a friend coming out to visit in LA and saying to me, "Are you 
positive or negative?" I had no idea what the fuck he was talking about. We, here on the 
West Coast, didn't know. It took us a long time to even understand what the boys on the East 
Coast were going through. It first hit me when my friend went to New York. He went to the 
hospital with the flu and he was dead. That's absurd. There's got to be more to it than that. 
When it did come to us on the West Coast, it was something that we didn't think about. It 
was total ignorance. I was too busy working and having a good time. Then all of a sudden, 
slowly, people you knew were gone. We were all going through denial. Nobody wanted to 
get tested. I guess all of us who didn't get tested right away probably knew that we were 
already infected. It was hard to finally wake up and realize that this is real. 

Philip Blazer I remember hearing friends say, "Oh, I would kill myself if I found out I was 
positive." Testing was the thing to do. It was something everyone talked about. The test had 
just come out. 

I got my results on November 13, 1986. I remember I was shopping at Macy's that 
day. There was a big sale and it's like, "I don't want to go get my test, that's gonna be less 
time I have for shopping," and I almost didn't go. I was all a hop and skip and a jump. I 
think I had smoked a little pot. I was heading down Castro to Market to take the underground 
and go shopping. I thought, "Well, I have a little extra time, let me to over to the Health 
Department to get my results, " and I was floored. I was in shock. I couldn't believe the news 
I had just gotten, like no, this isn't me. They counseled a little bit and I went home and called 
two friends and they were both supportive. 

I thought of my grandfather who actually passed away. I went to see him before I left 
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'cause I knew it would be a while before I got back. He said, "Well, all my friends, 
everybody I ever knew went to California ended up dying." (Laughs) That's the first thing I 
thought of; that stuck with me. I finally get to a point where I am so happy, where I am so 
elated. I still get goose bumps when I go out sometimes. I get out here and get established 
and bam, this has to happen. 

It wasn't something back then that you discussed with a lot of people. It was so new 
for everyone compared to now and it's part of everyday conversation. Back then there wasn't 
a lot of people I could discuss this with. I had a couple of friends and they kind of set me in 
the right direction as far as my emotional problems in dealing with it. 

My initial fears, if any, were centered more around other people and how they would 
take this, especially my family. Around insurance, whether I will be covered. At the time, 
everybody thought you died right away, that you'd have six months, a year to live. T-Cells, 
none of that was part of the picture. At the time, they didn't know it was a virus. There was 
something out there killing people and they had just come out with a test to see if you have it 
or not, that was it. That was all you knew. There were all kinds of things going through my 
head: who was going to get my stuff? whether I was going to be uncomfortable. 

I was scared. There were very few people in the city who had even taken the test and 
they were scared. I really wanted to be in a loving relationship. I had dated people, had 
girlfriends and boyfriends but never anything close to my thoughts of waking up and fixing 
each other breakfast and I'm thinking, "Am I never going to have that?" 

Paul Greenbaum Gradually, I've evolved more into gay culture but at the time I was 
diagnosed, my gay life was primarily the various friends I made and going to the bars or the 
baths. Basically I was very naive about gay life. After the AIDS epidemic arose, I started 
watching Reagan and becoming informed about the politics & the organizations. I knew, if 
anyone would be HIV positive, it would be me. 

In '85, '86 I started becoming aware. The point was driven home. I had a long 
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distance fling. You don't always think these things will pan out, but his big hang-up was that 
he was negative and I had not taken the test. There was still no treatment. He did not want to 
go forward. "Yes, I'll still love you if you are positive," he claimed but I knew. 

Around September, October of '86, 1 started developing KS spots and I knew deep 
down what all that was. The next few months were spent trying to come to terms with this 
intellectually before I finally decided to just do it. I went to the doctor and said what I 
thought. I had had a couple of other problems. I had had what we later learned were hairy 
leukoplakia, the growth on the inside of your tongue, recurrent herpes outbreaks. As I started 
reading about AIDS related issues, I read that oral hairy leukoplakia was an early sign of 
immune suppression. It was an opportunistic infection, although not a disabling form. The 
facts were starting to fall into place. 

Time Bombs, Part Two - Health Insurance 

David Pattent In the meantime, I moved into the house. Bill gets out of the hospital. They 
basically have told him that he, too, is dying, that he needs to get his affairs in order, and that 
they're going to try and medically retire him. I had started working at another travel agency in 
Las Vegas and befriended this woman Jeanine. During our dialoguing I tell her this whole 
story, not realizing this woman's a complete schizophrenic and she has called the Health 
Department of Las Vegas, saying that Bill and I are spreading the gay plague amongst the 
community. The Health Department didn't act on it. What they did do is call to tell the Base 
Commander that Bill and I were being promiscuous and spreading this virus around. So there 
was another red flag over Bill's head. So now we've got the homosexual issue, the GRID 
issue, and the promiscuity issue with the OSI looking at all of this stuff. And eventually we 
got busted. We spent a great deal of the rest of the decade in and out of court battling with 
the military over Bill's dishonorable discharge. Ten years in the military and no disability. 

October of '84, we moved to Gainesville where Bill was going to teach. Bill applies 
for the GI Bill, and the Veteran's Administration says, "No, we can't fund you because you're 
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a person who's dying from this disease." That's when we found out that he was only rated for 
the ten percent disabled by the Veteran's Administration, "You're dying, but you're only ten 
percent disabled. And you're not really sick enough that we can rate you at a hundred percent 
disabled." 

During that Gainesville period, in January of 1985, Bill got real sick. I called the 
SAMs. Bill had this severe ear infection and a temperature of about 103. There was a 
Veteran's Administration hospital right next to the Teaching Hospital. I took him to the 
emergency room and it essentially took 18 hours for him to be seen, because he was rated at 
ten percent disabled. Even though he was running a fever of 103, was delirious, couldn't 
stand up. It took me about ten hours to secure a gurney for him to lie down on. The hospital 
did not want to hear. They did not want to know about his problems. So, we then take on the 
Veteran's Administration again. Oh, it was horrible, absolutely horrible, it was hideous, 
absolutely hideous. We've been fighting for three years at this point. And we never resolved 
this. 

Jay Segal It was frightening. I kept losing jobs over this. I'm one of those stupid people 
who are honest. If they ask things on forms I answer them truthfully. Actually, when you 
talk about medical, I would say I was reported to be diagnosed with Multiple Sclerosis in 
1981. That usually kept me out. I was uninsurable for that reason. And everywhere I've 
worked was a group policy so they had to let me go because I was uninsurable. I hate this 
virus. I hate what it causes the society to do to those people. You fear the unknown. 

Robin Tichane I thought there was a great deal to be lost by finding out: 1) there was 

no treatment or whatever, so finding out there was no payoff in terms of a treatment, and 2) I 
was self employed at the time and there are all kinds of insurance things that might hinge on 
that. You could be penalized very clearly in terms of medical records by having the test 
done. So I had no interest in that at all. That was a real conscious decision after watching lots 
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of friends. They had lots of problems and negative side effects. What's the payoff after 
discovery? By that time everyone was practicing safe or safer sex. So I didn't get tested 
until '87 and I'd gotten a job at the museum. I thought, well I should probably know. I 
thought, I have a city job and I can get insurance through them and I'll have health coverage. 
And AZT might have come up then. I wasn't gangbusters to try it, but I was open to the idea 
that there might be an up- side to this, so I did it. I had a private disability practice and a 
private life insurance policy. When I was self employed, for years I had a disability insurance 
policy which might have been maybe $1,500 a month for life if I'm disabled, and I had a 
hundred thousand dollar life insurance policy. And funny thing, both get canceled. Hmm, 
isn't that curious? I got the diagnosis in January of '88. It's supposed to be confidential tests, 
fuck that. By accident, my worst fears came true. I retired a year later in January of '89. At 
that point, the health service of the city and county tried to cancel my health insurance. I was 
just, you sons of bitches, thanks a lot. So I hire an attorney and I go through hell and finally 
get to keep it and they turn around and triple the price. That's the health service system. 

So here I am here, end of '89. I'm trying to put it all together and am fully disabled. I 
could use that $1,500 for every month for the rest of my life. I could use $100,000 when I die 
to cover my estate. And I could have used health insurance at one-third of the cost. So it was 
like society saying we're really going to ostracize you; we're going to mark you; you're going 
to be punished. To this day the insurance companies can cancel both disability and life 
insurance policies. There are no laws against that and there are laws with lots of loop holes 
about health insurance coverage. That was my story and, you know, I survived. 

Dan Vojir I was finally formally diagnosed in '84. We went to the Health Center One in 
Castro. I thought it would be absolutely impossible for me not to be. I was ready for a 
positive diagnosis. I wasn't going to sugar coat it. So, when this guy had to tell me, I calmed 
him down. I says, "It's OK. Don't worry about it. Forget it." (Laughing.) I considered 
myself a survivor and I was going to just live through the best of it. 
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Hiding Away From the World.... 

The thing of the time you have to realize, people were just wondering and 
experimenting; they weren't sure. Things weren't so set that a support mechanism would 
have been so supportive. They just would have been in the same pot and questioning and 
miserable. 

You did have some of the people who totally withdrew, the ones who practically wore 
a body condom and wouldn't touch anybody. You heard about those people, but I also didn't 
go into the circles where those people were at. I also started to feel and still do feel very 
sorry for the kids just coming out. It's very, very difficult for them. 

G'dali Braverman I did the work, I think, from '82 to '83, and then I took a hiatus from '83 
to '88, really. I stepped out of the world, I think, in a different way than most people did. I 
think a lot of people just sort of took to hiding in hopes that... It was like the Jews in Egypt 
putting lambs' blood on their door so that God would pass over their doors and not smite their 
first born type thing. I think there was that attitude. If I don't go out and I don't interact then 
it won't happen. 

The critical personal point was that my spouse, who I met in '83, became ill and died 
very quickly. That really changed my perspective on the epidemic and of the gay community. 
There was so little support. The network was so nonexistent inside of GMHC. The phobia 
was so thick that you could just cut it with a knife. Most of our friends disappeared or just 
never came to the hospital and I was at that point, once he was hospitalized, of literally living 
at the hospital. I had a bed there and I would go to work from the hospital in the morning and 
come back directly after five o'clock and live there.... We were kids and we didn't expect that 
this was going to be part of our lives. We knew this was going to be part of our life but not 
our lives as young men. He was 22, so the future was ours, but that's the way the cards fell. 
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Paul Greenbaum In March of '87 I went to the doctor and they did a biopsy on the 
lesions and yes, it was KS. I thought I was through. I actually did my will before I went to 
the doctor. And, yes, that's what it was. I went through a lot of depression and helplessness 
after I got the official diagnosis. I pretty much crawled into this room and this opens up 
(gesturing to the couch we're sitting on) and I actually stayed in this room. I didn't do like 
Yoko Ono did after John Lennon was assassinated, crawl into her bed and have people bring 
her things and never come out of the bedroom or open the blinds. 

Hank Wilson There was a period of several years when people shut down. People were 
terrified. We knew there was a problem. And because you don't know how to maneuver 
through this, it just freaked everybody out. People were learning about what AIDS was; you 
would see people on the street who knew that they had it. It was a horrible thing to go from 
seeing people and then seeing people who are sick. 

Peter Groubert But, as the '80s started going along, after '82, say '83, '84, more and more 
people were getting sick. Fear was gripping the city and the nation. Gay people stopped 
going out. Nobody knew how it was transmitted and people were afraid. The dance clubs 
started closing, lots of restaurants went belly-up. There used to be lots more neighborhood 
movie theaters, the El Ray and stuff. They all went under. In the beginning I cried and I 
went to all the memorials. I forgave everyone all their transgressions against me. And it tore 
me up. These were people my age. It was frightening. Here, I thought that I had this bug 
and I pretty much knew it even though I didn't actually, and people were dying. Well, from 
'82 to '86 I stayed at home. I became a hermit. I basically waited to die. I ended 
relationships. I gave away a lot of my possessions and I was preparing to die. 

States of Clusterfuck... 

Philip Blazer It then progressed to a state of, I use this term a lot, a state of clusterfuck. It 
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was information overload. All of a sudden there was nothing and then there was just all this 
information. What do you do? Who do you see? Should I be taking this? Drink the water, 
not, everywhere you turned, there was all this information. 

Jay Segal There are 18 stages of the virus, 1 through 18. 
Step Number One - The virus enters a cell. 

Step Number Two - The Virus shed itself. Then it goes in and gets the DNA, reverses it and 
turns it into RNA and re-injects the RNA back into the cell where the DNA was. So now it 
has a backwards reverse. 

It goes through steps 7 to 8, which are always marked hocus pocus because nobody 
knows what happens then. It breaks into this little hocus pocus thing. Then it comes out, it's 
still the virus with reversed DNA in the center. It hasn't broken yet, that's the last step. Then 
it comes out, it gains more strength. It does some serokinesis which is part of cell things. I 
have a chart. Its fun to look at. 

The last step is that it integrates into new cells and creates thousands of billions and 
billions of copies of what it just did. It's like opening a garbage can and seeing nothing but 
maggots. Its everywhere It effects every cell in your body except for two. Literally it's two 
cells that it can't infect. It's predominantly in the lethargic system and hides out and gets 
strength until it can burst into the body. In your blood, you see antibodies, you see very little 
virus but it's based on you. You need only one of them to infect. And it's a busy little fucker. 

But the last step where it just splits into thousands of little clones of itself, I saw it in a 
film about AIDS. It's mind boggling, it just moves so fast, just creates little monsters. It goes 
on. It wipes out. It's everywhere. It's in every cell of your body. But the way it multiplies 
and the way it goes on, I find it real difficult to be in every cell. 

Some of this stuff is going to be real tough because most of the treatments deal with 
blood. They inject it into your blood. They clean your blood. The blood is 8 percent of the 
body. You still have 92 percent of the virus floating everywhere. The way the virus works is 
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you clean the blood, the virus turns active. Most of this blood cleaning stuff actually 
backfires. If you're P-24 negative, you're now P-24 positive. You don't want active virus in 
you. 

It's just splitting into so many so fast and re infecting cells, this is happening in your 
bone marrow. It's happening in the stem cells. The stem cells make every cell in your body. 
Every cell in your body comes from a mother stem cell. And all it does is create infected 
cells. 

Sometimes you look at this and you wonder, how are we going to win? It's 
everywhere, it's all over the place. The only thing that is not 
infected is your hair and your toe nails. Otherwise, everything is. 
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Chapter Eight 

Bearing Witness to the Dying 

As the plague earned a formal name, AIDS, and began taking thousands of victims, 
LA, New York and San Francisco became the disease epicenters. During the early years, 
San Franciscans had to live with both the difficult reality of an incurable illness and a 
healthy world in ignorance only selectively observing the epidemic. For many, the close 
association with friends and lovers as they died became a call to arms. "It's where we learn 
about love, where we discover new values and qualities in ourselves. Death joins sex as a 
community sublime, " Robert Gluck puts it. However, this didn 't happen overnight. Many 
turned away from community life. Bob Lee took on visiting those left behind in the hospitals. 
As he took care of his dying lover, Darnel found a new approach to his own life. For G'dali, 
taking care of his spouse as he died served as a call to political action. After the losses of his 
best friend and partner to AIDS, AllanTroxler put AIDS and its relationship to the American 
political landscape into a proper context: "I see now why Whitman embraced the chance to 
nurse Civil War soldiers. Surely the democracy of death confirmed all the egalitarian 
effusion of Leaves of Grass. " 

The story of AIDS crissis provides lessons about the American people. Civilization is 
measured not by the way it treats its healthy, but by how it treats those entering and leaving 
the world: babies, elders, and the ill. While Americans had spent a generation sending 
elders into nursing homes, a group condemned on moral grounds practiced the refined art of 
faith by caring for ailing members of their communities. In the 1980 's Gays showed America 
how to die with dignity. After burying another friend, one PWA recalled the Emily Dickinson 
line, "Parting is all we know of Heaven and all we need to know of hell. " 

Chata Aside from the money, the politics, the agencies, the bottom line still remains with 
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us, our responsibility as people to take care of our family and our people. There's something 
that happens to individuals when you go from being an dependent person to a disabled 
individual and can no longer take care for yourself and you've lost control of your bowels. 
You become very humbled and your priorities change. Your way of thinking about life 
changes. How do we deal with it? There ain't no manual written about the terminally ill. 
Everything is different. 

Bob Lee Bob Lee's lover died in their home in '87. He shared recollections of the 
loneliness he felt in a community that had gone into hiding. "For a long time I would not go 
and visit anybody in the hospital after the experience. I really resented all his friends who 
never came by the house, who never called. Now I'm starting to have compassion for them, 
but I didn't for a long time. I couldn't do it. It's so hard. I can do it now. God did this. 

One of my very best friends going back to back when I was in Atlanta, Bob, got very 
sick. I was able to visit Bobby. Every Monday I would go see him at Davies Medical Center. 
Sunday night at MCC, Metropolitan Christian Church, it just so happened that the rector from 
St. Johns was doing the visitation that night. One of Bob's chief caregivers was there. He was 
saying, "You know, he's dying. He's not going to make it through the night." And the rector 
says, "Bob would you come with me?" 

So I went to the hospital with them. It was obvious that Bob was near death. He was 
not able to talk. He had tubes down his throat and all. Bob's eyes were very, very much 
alive. And I knew that Bobby could hear what we were talking to him about. And Warren, 
our rector at the time, starts a caring, loving meditation and was touching him, a letting go 
kind of meditation. And he had to go. 

So while I was still there, I took over when he was done. He did all the rites and that 
kind of stuff. I sat on Bobby's bed and he had TB so I had to wear the mask and all that stuff. 
There was so little of his body that I could touch physically, just sort of rubbed his arm with 
my left hand like I was petting my cat, just a loving touch. I had my hand right on his heart 
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where I could feel his heart beating. I just started talking to Bobby 'cause I knew he could 
hear me. And I started talking about this past life together, how many wonderful experiences 
we had. For a letting go type of meditation I said, "It's OK Bobby. Die. That's what you have 
to do. It's OK. You know, we'll miss you. Our love will go with you. That doesn't die. Your 
daughter is going to hurt. She's going to miss you but you'll still be there for her. It's OK 
Bobby." 

This, I don't know if you want it on the tape or not. Part of Bobby's and my 
experiences over the years were in fist-fucking and speed and whatever. My inner voice just 
brought this out when I realized what a struggle Bobby was having fighting death. He was 
really fighting it. Actually I says, "Bobby, remember the first time a man ever put his fist up 
your butt? How much it hurt when he started and how wonderful it was when you just 
relaxed and let it in and how marvelous that felt." I could see the smile in his eyes. "Just 
think how wonderful it will be when you just open your body and let God come in and let 
him take you home with him to where you belong." And very shortly after that Bobby's 
breathing was very shallow and very rapid. He took one deep breath. My hand was still on 
his chest. I could feel his heart breathing. He took one deep breath and he held it in for a 
second. And he let it out and I could feel his heart slowing down. He took a second deep 
breath and he just went "hhhhh," so beautiful and so peaceful. And I felt the last beat of his 
heart. It was so beautiful and so peaceful sharing the death with this man, seeing him make 
that transition. And I sat there just holding him and sending him my love for at least five 
minutes before I went out and got the nurse. The nurses at Davies are so wonderful. If I had 
know I would have been the person in there when Bob died I would have run so far in the 
other direction. I would have flown to Arizona if I had had to. 

It was almost exactly 1:20 in the morning when he took his last heartbeat. I walked 
up to the nurses' desk and all of a sudden this rage just came after me. It must have been 
almost 2 in the morning and screamed at the top of my lungs and just pounded the nurses' 
station, "GOD DAMN THIS FUCKING DISEASE!" And a nurse got up from her station, 
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puts her arms around me and says, "Rob, let's just take you back here. You can rest." She 
took me back to the head nurse's private office, sat me down, said, "There's the phone. Make 
any calls you need to make. If they are long distance, don't worry about it. The hospital can 
afford it." And she brought a cup of coffee. 

Darnel Davis Darnel found a man who showed him how to live on in this world with AIDS. 
I was always single, independent. I knew he was also HIV positive. He had just lost a lover a 
couple years prior. We met on a Friday night when I didn't want to go out but I was dragged 
out anyway, and we were together from that day forth. He taught me that it was okay. He 
taught me that it was important to care about oneself. At that point I still didn't go to a doctor. 
This was a couple years even later. I just would not go. He tricked me. I had an earache, so 
we went to the doctor. He says, "Tell the doctor your HIV positive." So I did. And he was 
sittin' in the waiting room laughing 'cuz I was back there for three, four fuckin' hours. And I 
came out and said, "You little fucker, you knew they were going to do this to me" which was 
good because he used to be a registered nurse. I thank him to this day for doing that for me, 
that just showing how much he cared; and he made me start caring too. That's when I started 
educating myself. 

Until then I tried to pretend like it wasn't a big thing when in turn, deep down in my 
soul, it was tearing me apart. At age 20, a friend asked, "Why are you so self-destructive?" I 
went to therapy and I realized I was angry with my mom, 16 years later. A four- year-old 
going to his mother's funeral and not being told a damn thing knows a hell of a lot more than 
people give him credit for. I knew I was never going to see her again. I lost my dad when I 
was 17; I lost a sister. It's been hard. 

No one wants to wake up one day and know that your time is limited. I had planned 
on being 60 or 70, a dirty old man, but I don't think that's going to happen. And then again it 
may. You know? It was something I had not planned on. To me, my lover was something 
that was brought to me for a reason. It's funny, we met and we talked about our HIV status 
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the first night. When we went into this relationship, we knew this. We also knew that we 
were going to be together regardless. We didn't know how much time either of us had. We 
didn't know if I was going to get sick or if he was going to get sick or what. It just happened 
that he got sick first, out of the blue. 

For a year and a half after that I did nothing but take care of him. I quit work; he was 
the most important thing to me. People respected me for that. My family respects me for that, 
and it made me grow up a lot. I thought I was an adult but, after this, I think I've covered all 
bases. In between accepting the fact and denial, I realized that we were going to get through 
this, but I was going to come out alone. But I didn't come out alone. 

Robert Boulanget Robert nursed two lovers, Phillip and Tom, before they died. He pets his 
cat, looks out his fifth story panoramic view of Market Street and recalls past years of lives 
he used to share, now faded. In a calm, Quebec accent Robert conveys a sense of the mystery 
of having watched the body of a confidant deteriorate as the spirit lets go. Robert's story 
lays out a series ofpoient social themes of the AIDS story to be covered throughout this 
work: hysteric American attitudes toward death, family dynamics around sexuality, humane 
treatment of the ill, the mystery of death, synchronicity, and healthy means of recovering 
from loss. Problems with communications were central: 

I remember one day his mother kept screaming and yelling about me. He said, "she 
complains about you, about everything." She stayed in Sacramento I took care of him until 
he died. 

He just liked to be home and to listen to music instead of going out. The last few 
days, he kept on getting up and walking and I couldn't control him. He was blind in one eye. 
"I want to sleep in the front room," he said. He wanted to move. Maybe he was looking for 
oxygen. So I called the nurse and she says, "Well, maybe you should get oxygen." The guy 
came with the truck and I said, "I don't want that in my house." Some people might say how 
horrible but I didn't want him to have a gas mask on and this big orange tank in the corner. I 
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didn't think it was dignified. I sent it back and called the hospice nurse and said, "Did you 
hear what I did?" And she said, "That's fine. Whatever you think. You're the doctor." That 
was nice. That felt natural to me. Cause he had been in the hospital and told me to get him 
out of there. I didn't want any tubes. And that has changed too. I'm sure that patients go in 
there say, "I don't want all that crap. I just want to be comfortable." It was all automatic. 
They went in there and when you came out they'd put the tube down your throat. It just 
overwhelms you. It becomes everything. 

Once you accept that you are going to die, go on that way and forget about this way. I 
always said, if you give into it, it will be fine and it was. I kept telling Phillip, "God, you love 
science fiction. This is the ultimate science fiction." His mother kept saying, "When you die, 
it's like hitting a fly on the wall." She just didn't have the same spirituality as I do. Somehow 
I think it's more, it's something. 

Phillip died real fast; I gave him a shot of morphine. I had to give him morphine 
shots every three or four hours. That was the hardest thing. I couldn't do it. I would have to 
talk myself into it. There was no more place to prick him, he was so skinny. I think he died 
very peacefully, all-in-all. I realized I was spiritual in watching him. 

The morning he died, I put the curtains up and played Pink Floyd, "Welcome to the 
Machine" and "Shine on Your Crazy Diamond" fromWish You Were Here , and "The Four 
Seasons" loud on these speakers. The tenants upstairs knew he had died. It was for me. It's 
hard not feeling relieved after going through what you've gone through and to know that he is 
where he is meant to be. God, you've got to understand that. 

One night, a month before he died, I said, "Phillip, don't you think we should have 
that talk?" And he says, "What talk?" And I said, "You know, there must be a talk that 
people have to do before they die, I guess." And he said, "No, we don't have to have the talk. 
I wrote you a note I want you to read it after I am gone." He died October 30th, '85. 

I managed to let myself be hit but I didn't fall down. Then I got diagnosed. After 
seeing your lover wither, nothing could be worse. I wasn't afraid of dying anymore. Life isn't 
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always that great. After Phillup I thought, if I get three years then if I die that'll be OK. 

One Sunday morning, this was probably December, a month and a half later, when it 
was raining and it was really sad I looked at all the pictures and thought, this Sunday, I really 
need it and opened that envelope. It just said, "I just wanted you to know that I love you," 
which he had never said to me all those years. I thought, "Wow, really, why didn't you tell 
me?" Then it said, "Find a friend and be happy. See you on the other side." And, of course, 
it was the cries and it was comforting. I'm glad he did that. It made me very happy, well, 
happy and unhappy, it's all very mixed feelings. That's all life was back then, AIDS always 
took precedent, overshadowing everything. You couldn't do anything. It was always there, 
always, always, always. 

Starting to Live Again.... 

It wasn't long after that that I heard about the first group for people who are HIV 
positive. John Kraus had lost his lover Frank Laborko. These guys were very talented. They 
had build a house up on a hill there, took a Victorian and redid it into a modern palace. It 
was just fabulous. One was a designer and one was an architect. Frank had died and John 
realized that he knew a lot of people around him who had lost their lovers and there was no 
support group for lovers. And decided to start a group spontaneously called the Mary 
Widows. 

I went back to Montreal trying to look back for my old self 'cause I didn't know who I 
was after Phillip died. I was lost. I had been living other people's lives. I had no life so I had 
to create one for myself. Luckily that's what saved me. I started really living after I came 
back. Joining that group of The Widows and listening to other people's stories, I realized 
that I wasn't the only one who had a story like mine with Phillip's mother. Other people had 
problems with relatives. It seemed like it was inevitable. This one guy was telling that his 
lover's relatives came. He was the lover and they treated him like shit. They had to have 
statues and candles burning and the priest coming every day and having masses in the room. 
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All the things that his lover needed his mother just did not want. There was nothing he could 
do or say. He was just lost there. And he could only see him at certain times. 

People kept saying, what do you like the most. I said plants. They said well maybe 
that's what you should do. From then on things started happening. It seemed like whatever I 
wanted I was able to fulfill like I had somebody watching over me. Before Phillip died I was 
always afraid of everything - getting hit by a car, being stabbed. Then, once you're not afraid 
of death I think it clears up a lot of your other phobias. It wasn't an easy go. Nothing is. I 
like a lot of the drama of it. 

Tom 

'91 is when I met Tom. I had met a few other people, not too many. I used to go to 
the gym a lot, every morning, right down the street at Muscle System. Tom looked like a 
dancer. He walked like a dancer. He was very truly androgynous,very effeminate and very 
masculine, an angelic look. He didn't talk to too many people but one morning he said, "You 
got a haircut." I started talking and one thing led to another; he said that he was a gardener 
and I said I was a gardener. 

After I met Tom, I stated helping him with the gardening and we became very close. 
He told me that he was HIV positive and we started spending a lot of time together. We 
would spend long evenings listening to music, painting watercolors by candlelight and 
drinking a bottle of wine and smoking a little pot. It got to be very comfortable. 

He started being in pain a few weeks later. Then I took him to the emergency. Now, 
they are openning a new clinic on Saturdays and Sundays for AIDS crisis so people don't 
have to go through Emergency anymore. It was horrible, simply was horrible. It took 
forever. First they take you from waiting to this one room where everyone is on gurneys. 
They don't do very much but assess what you have. He was very afraid. The worst thing 
about being sick is when you don't know what you have, that stuff frightens. It's the 
unknown. Anyways, the four o clock crew came. It was getting busy. There were crazy 
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people tied up. San Francisco General, in Emergency you see everything. 

They thought he had TB but they didn't know. They went in there and they thought he 
had fluid in his lungs. They never knew what it was. He had fluid in his lungs until he died. 
Weird, you had to wear masks to go in and see him. Of course I didn't wear a mask. 

He would go to the bathroom and he says, "I don't know what's wrong. I just can't 
do it. I know I have to go." The urologist didn't know what he had. But they give him a 
catheter and told him that's what he should do. He was upset. I would be too. So they 
decided to send him to this doctor at UC Med which was supposed to be incredible. He had 
15 minutes. He was told, "You have that much time with the doctor. If you come in late the 
minutes just go away. You have to tell him everything." He didn't show me anything. I'm 
very difficult for him, I guess. I want to have some kind of a rapport with the doctor. I don't 
want him to be just a technician in a white suit with gloves. I want him to be a human being 
that is not afraid to look me in the eye. You know, I don't want a pat on the back either. I 
want a connection. 

Tom's brother was a hospice nurse, a nurse who takes care of dying people. And his 
brother was gay and Tom had never mentioned his brother until one day he said, "Oh, my 
brother is coming to visit." Finally, it was like, "Andy's gay." It was like he was ashamed. I 
thought, God, your brother is gay, you never told me. 

Tom was on morphine when he came home after seeing that one doctor for 15 
minutes. They did an MRI and realized that some of the brain had been damaged by HIV. I 
guess that started explaining away what was happening. During all that time we still painted 
and we still listened to music. And then one day this French woman was singing a song. 
He asked me to translate that one. He says, "What does this song mean?" Then I said, "Just a 
minute," and when the refrain came I said, as I was saying it I was realizing what I was 
saying, "There was this bird. Somebody cut their wings." Then he started crying and said, 
"That's the way I feel." And I think for that instant I think he felt like he was in bed and that 
was it. What a horrible feeling that must be? It must be devastating to know that you have 
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no more wings. We don't realize what it's like to be able to walk from here to the bathroom. 

So I started crying and I was crying like I've never cried. I don't cry very often so 
when I cry, I cry for Phillip, for everything. Tom was in bed, he grabbed me, and hugged me 
and really comforted me and it was OK. That's what I wanted with Phillip that I never had. 
And when I asked him, "Should we have that talk?" I wanted to cry in his arms and say, 
You're dying. But we never had that so I never felt that. 

Death and America - To acknowledge or not to acknowledge? 

His brother would call but I wasn't allowed to tell Tom it was him. Tom would say, 
"God, my brother hasn't called. He said he was going to call." He was doing things behind 
his back. It was like he couldn't face it. That's the story of all those people, Phillips mother 
and all that is they can't face it. Maybe it's too fast for them to face it right away. 

Then, his two brothers from Ohio came to visit. They hadn't seen Tom in a long time 
and didn't know about him. A lot of us gay people have gone away from our families. We 
didn't stay home because they treated us like we were something out of this world so we 
came here. All of a sudden the family drops in because somebody is dying. I never 
understood why they didn't do it until before. But they always came. 

His two brothers were both straight. They didn't know much about him but they were 
very warm, real nice to me. They spent some time with Tom and spent some time with me. I 
showed them the city. The fact that I was there with Tom made them feel good. They knew 
how comfortable Tom and I felt together. But they didn't know anything about what was 
happening with Tom. Tom wasn't coherent. An acquaintance of David's called. They 

were both hospice nurses. She said, "I am a friend with so and so and I am running early. 
Would you mind if I come by now?" It was exactly what I needed, someone to talk to. She 
knew that at that stage most people forget is the caregiver. She said, "How are you?" I said, 
"Fine," but I started crying and I said, "I don't know what to do and David is a hospice nurse 
and I was taking care of Tom. Now he comes over and moves him on the count of three." It 
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was 1,2,3. God, I hated that. I said, "He stopped his morphine." She said, "He did? Oh God." 
I said, "I think it's because his parents are coming and he wants him to be coherent." She 
said, "Well, families shouldn't take care of their patients. I always tell my customers, Sedated 
and Comfortable or Not-Sedated but in pain all the time." 

And the Friday morning I met the mother and looked in her eyes. I truly saw all the 
pain of all the mothers. I really felt it. Once you meet the mother, that's the moment of truth. 
So I hugged her and kissed her and started crying and crying. I said, "It's not fair," and she 
said, "Well, we've been doing a lot of that lately." But she was smiling. 

We spent Saturday night with "the family." Everybody was there. Tom said it had 
been horrible but "It's part of the dance." I remember him saying he had to live that as part of 
the dying process. Apparently, during the night he tried to die. He said, "I think they wanted 
me to die." He said something. "I wanted to die for them and I couldn't do it." 

The night before when I was at my friends house, I remember calling in the middle of 
the night, dreaming. David answered the phone and telling him that Phillip had died. I had 
dreamt of Phillip. This while his family was there with Tom. David told me I called three 
times. I don't remember it. It was on the recorder and it sounded like, "Heeeelllllooo?" (in a 
droning tone) like something incredible was happening there. I said, "Phillip just died," (in a 
whisper) and then I woke up and hung up thinking, "What am I doing?" There were too 
many parallels between the two and it was too much, really hitting me. 

I used to give him baths and he was so constipated that nothing would come out with 
the morphine. It had been days and days and days and he was in pain because of it. It was 
very painful. I finally decided to douche him, but only some of it would come out. Finally I 
just had to put my fingers in there and get it out myself because it was completely blocked. 
He was in pain but it made him feel better. You could tell that he was relieved but I could 
not believe what I was doing. It was so overwhelming that it was like I was watching a 
movie with somebody else doing it. When he was laying in the bathtub I had to let the water 
go off while he was still in there because I didn't want him to get cold. He was so thin I could 
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see the water just sitting inside the skin of his collar bones. I remember seeing that vividly. 
Not long after that, he went to the hospital and I never saw him again. 

Bill's Death 

David PattentBill died in October the 24th, 1989. Actually a very, very amazing experience. 
I can't view it in anything but a positive light. Bill and I had always been very realistic about 
the fact that one of us was going to go. We didn't know who was going to go first. Towards 
the end, round about 1987, we both realized that it was probably going to be Bill. It was real 
important for Bill to know that no matter what happened, that I was going to be all right. So 
we even went to a point of picking out a home that I was going to buy before he died... 

He went into the hospital the first time in 1989. That was the first really big bout. He 
had PCP. He was in the hospital for about five weeks. During that period of time we 
realized, OK, we're running out of time now. I stopped working for the international designer 
and Bill and I just started spending as much time as we possibly could together, going on 
little vacations. He lost a tremendous amount of weight; he was like this little Ethiopian 
person. It was like quiet resignation. We both knew that he was dying and that we had to 
spend as much time as we could together, doing the things that we liked to do. Just laying on 
the ocean, and we lived by the water so it was real easy for us to do that. Low key stuff. We 
loved to have dinner parties, so we would have three or four a week. During dinner it was 
always customary for Bill to go take a nap, for an hour and a half. All our friends knew and 
accepted that about him. It was an amazing experience. It was beautiful; it was sad; it was 
touching; it was intimate, many emotions but it wasn't negative. 

The final straw came in July of 1989. Bill had these really really bad headaches. So 
we went into the hospital. They did a CAT scan on him, and they couldn't find anything 
wrong. Well, the headaches started getting worse, so by the end of July, we knew the writing 
was on the wall. We called his family. Said, "We're sending you all plane tickets, come on 
down. Let's spend a few weeks together and have a summer vacation together." The whole 
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family converged on us. There were like nine members of his family, including nieces and 
nephews and the whole gang. We spent a week just existing and having a really nice time. 

About three days after his family left he had to go back into the hospital again because 
the headaches had come back and they were getting worse. He was starting to have problems 
with his speech. The doctor said, "Okay, we need to do an MRI," Magnetic Resonance 
Imaging. During the MRI they found out he had PML, which is progressive mulitifocal 
leukoencephalopathy. The doctor was a very good friend of ours and didn't have the nerve to 
tell Bill. So he told me, "I'm going to leave this up to you to tell Bill that he's dying." 

I went into Bill's hospital room and we had a long discussion about the fact that, 
"Okay this is it. We've known all along that this is going to be a reality at some point and 
you're going to die, and now it's time to die." He decided he didn't want to die in the hospital. 
We'd always been very clear that he wanted to die at home. We pulled him out at the end of 
July. Basically his reaction to me was this: I'd designed a ring (shows me a ring on his hand) 
and given it to him that Christmas. When he came home from the hospital we were in the 
kitchen and we were just hugging each other and he said, "I guess it's time for me to start 
dying." And he took the ring off and he slid it onto my finger. At that point I kinda knew that 
this was it, he had resigned himself. And we both cried a little bit. It was not very dramatic. 
I'd always envisioned this "Oh, Oh," falling apart and stuff. But it wasn't. It was actually 
kinda neat, because in his acceptance, I had to move to a place of acceptance of it. That was 
the only way. We had always been strong for each other. 

Then he spent the next three months dying. Slowly but surely all of his faculties 
started going away from him. I had to assume the responsibility for care of his body. We'd 
always had a pact that when the time came, that I would help him go out. July, August, 
September, he became weaker and weaker. I used to have to start brushing his teeth, shaving 
him. We started out in the shower with him on a bar stool. We had a plastic cover over the 
bar stool and I would hold him while I bathed him in the shower. Then that couldn't work 
any more after about a few weeks. So then we moved him into this big Roman tub. And we 
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just spent all this time doing amazing closure stuff. I didn't realize, but when I reflect back on 
it, it's like that was a really beautiful experience, because we were able to say good-bye to one 
another in such an intimate way that under normal circumstances wouldn't have happened 
had we gone into it with the drama aspect of it. We didn't do the drama aspect. We did it as 
this is something that's happened, we know it's going to happen, and let's do this the best way 
that we know how to do it. Slowly but surely he became weaker and weaker. Eventually he 
got to the point we couldn't leave the bed. 

He lost his vision; he went blind. And basically you lose all of your abilities to 
function. He got to a point where he could no longer talk. So I started doing - I'd ask him 
questions, you know, "Raise your finger once if for yes and raise your finger twice if for no." 
He had always said to me that when it got to the point where he could no longer 
communicate or function his body, that I had to stop feeding him. About two weeks before he 
lost his speech, we had the discussion that that time was coming. And three weeks before he 
died, I had to make the decision to stop feeding him. I asked him. I said, "Bill, do you want to 
eat?" and he slowly lifted two fingers. So I stopped feeding him and he started going 
downhill very rapidly. At that point in time, I'd brought hospice in, only because I knew that's 
where I could get the drugs that I needed to kill him. Basically that's what I did. I essentially 
took Bill's life for him. He died in my arms at about 3 in the morning. 

I did everything that I possibly could to make him as comfortable as possible. And 
spent the last two or three days just talking to him, letting him know how much I loved him, 
recounting the experiences we had gone through, the things we had done. Going down 
memory lane, almost like a mental photo album. And then he died very peacefully in my arms 
at about three o'clock in the morning. I was with him for about two or three hours before I 
called the mortician. And just prepped his body, washed his hair for the first time in four or 
five days, brushed his teeth, put his partial back in because he wore a partial. When they 
came to pick him up he was dressed, his hair was combed. Everything was done. He was just 
laying there very peacefully. I went outside and they removed his body. That was the last I 
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saw of him. 

I was in the mind set of "Oh my God, I'm going to die next." That to me was like a 
reality alert. I went traveling to visit friends. Not depressed. I wasn't in a space of "Woe is 
me, I just lost my lover." It's just like, What am I going to do between now and the time I die? 
And six months pass and then nine months passed and my immune system went to 2002. 
(Laughs.) God knows what was going on but I realized, I wasn't going anywhere. The notion 
of me dying got real boring. So I started work again and to come out to California. And here I 
am today. I've met another wonderful human being, Neil, at an AIDS research program in 
South Africa. He was the most successful import I did. 

Two Lovers Gone. ..Chain of Being 

Robert Boulanget In the Spring, my cousin who I hadn't spoke to in five or six years 
phoned. She said, "I'm calling you 'cause today's mother's day and I really loved your mother. 
She's dead and I just thought of you." She asked me how I was and I said, "I'm fine. 
Actually, I'm taking care of a friend of mine who is dying of AIDS. " She says, "Oh, not 
another one," and I said, "Yes." I said, "It's so funny, I cry because I feel goodness around 
me. I can walk down the street and feel which ones are good." It was like I was plugged into 
something. "Oh," she says, "you are going to go straight to heaven," and told me about her 
near death experience and that I should get those books. They helped Tom with his guilt. I 
felt like my mother was helping me too. It was incredible that these things happened, that 
nurse was there at the time and that my cousin called when I needed that. Whenever I needed 
something, it was there, from then on that's been continuous in my life. 

The experience made me aware of who I am and what I am here for. It separates the 
boys from the men. It gave me permission to be me, to be who I am. We're all here to learn. 
Whatever happens to you may seem bad but it's good. Because of death something else 
happens. It's a little easier to understand and to forgive other people too. You have to look 
for the meaning for you too. So, it's pretty much all screwed up. But one reaction to another 
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and I tend to forgive easily. The spiritual element is that we truly are connected to another 
dimension. I truly believe that now because all these good things that 
are happening to me are not happening because of me. It's because of 
me but because we're all connected. It's all, all of us together. 
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Chapter Nine 

Room for Loss, Evolving American Notions 
of Death 

As the years of the epidemic continued, issues surrounding the impact of death and 
bereavement on both people with AIDS and the uninfected accumulated. The expression, 
"Not Infected, Effected" relates. Many faced the reality of having lost five, ten, or hundreds 
of friends, lovers, and colleagues to the disease. Some, many of whom came to SF with the 
70s migration, watched an entire social circle from old college room mates to best friends 
and aquaitances be decimated. "There feeling that I am going to be the last one here to turn 
out the lights, " one PWA observed ( Garfield and Spring, 1993). 

Kubler Ross (1969,1987) suggests that people go through stages of grief when there 
is a loss. Healing occurs when people undergo these stages. If the process is interrupted, 
not once but on many occasions, then the bereaved individual does not heal from loss. In a 
treatise on reviving community mental health, Rofes (1996: 5) writes: "Many of us have 
reached the stage of the epidemic where we have reached the limitation of our ability to 
mourn. When I look deeply into myself, I find evidence that normal cycles of grief are not 
occuring. " This phenomena, comparable to post traumatic stress syndrome, has been 
labeled multiple loss syndrome (MLS) (Grothe and McKusick, 1993). MLS, often manifesting 
itself in a form of clinical depression related to loss (Grossman and Silverstein,1993, and 
Moynihan et al,1988, Neugenebauer et al, 1992, Chrysler, 1995), commands an inordinate 
social impact for those effected by the epidemic. 

Both Grothe and McKusick (1993) and Neugenebauer et al (1992) concur that 
continued involvement within community and personal life help reduce depression around 
loss. San Francisco proved a dynamic community for gay men and lesbians before AIDS. 
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When the epidemic hit, the city responded (Fernandez, 1991 ). Opportunities for continued 
community involvement for PWA's became primary component of the San Francisco response 
to the epidemic. As Robert Boulanget explained, his participation within the Mary Widows 
within months of lover's death played a key role in his quest to beginning to start to live 
again. 

Dr. Charles Garfield's (see Garfield and Clark, 1978, Garfield, 1978, 1995) Shanti 
Project, a volunteer counseling outfit since 1974, adapted its goals and brought volunteers 
through two week trainings to prepare to become caregivers for PWA's. Successesses, 
however, were relative. 

Eric Rofes (1996), the formed director of Shanti Project, views multiple loss theory as 
limited in its capacity to address the needs of those enduring the inevitable psychic numbing 
resulting from participation within a death saturated community life (p. 15-42). He suggests 
that fresh approaches, including the use of narrative theory (p.75), are needed to mend "the 
fabric of gay community life, " (P. 89). 

Experience with multiple loss changes people, cities (such as SF), and cultures. AIDS 
has lead to a new national reckoning with death and disease (Rich, 1995, Nuland,1994, 
Moller,1996). Interviewees talk about their lessons from loss and their attempts to find 
spaces within their psyches for memories of those who are gone. Some interviewees reflect 
MLS, others insights into a new reality, and most combinations of both. 

Nancy Lemoins I first got to know Nancy at the Shanti House. We met at Josie's 
Cabaret for our interview. Her hair is medium short; she wears white shorts and a T-shirt 
without sleeves revealing tanned swimmers shoulders from constant bike riding, and a silver 
pendant for serenity. She told me about the days in the Seattle lesbian underground of the 
'70s: I was a teamster. That's when I was doing a lot of drugs because I had so much money 
but I was this hippie. My rent was like $200.00. I bicycled everywhere I went and I was 
painting and really happy. I was such a radical, such an incredibly political person. Then 
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Reagan got elected in 1980. It was just I had no belief that he was going to win and I just was 
so shocked. I was like I can't believe this is happening. We gotta go. It was very political 
and very idealistic. I had spent a year in Paris in college. My girlfriend and her ex -boyfriend 
at the time decided that we should move to Paris. 

Between that 1980 trip and the present, worlds disappeared. She elaborated on 
trying to find room, psychological space for the memories of all those friends. I have this 
photograph of when I was in seventh grade. I had this best friend, his name was Jeffrey and 
when he came back from a trip to New York between seventh and eighth grade, he told me he 
was gay. I said I knew I was too and we were like best friends in eighth grade. It was a very 
interesting friendship because we were little kids but we thought we were grownups. He was 
a close friend of mine my whole life. I lost touch with him and then I ran into him about four 
years ago here. Although he was pretty sick, he didn't seem that sick to me. He said to me 
one day, "Don't worry about the fungus amungus," which is very stupid. But it was because I 
had a fungus and he had this fungus and I just remember him walking down the street that 
day. He was always smoking pot and I was really busy. It's really weird that that was the last 
thing he ever said to me. I really have such strange feelings about that, that he died and like I 
knew him my whole life. He was this part of my childhood. I don't know; I don't know 
where to put him in my life, in my memory. I just can't figure it out. 

And I also have another friend from my first year of college. He was a gay man. I 
remember the first time I ever saw him. I looked at him and thought, He is like absolutely the 
most gorgeous human being I have ever seen; he was so stunning to me. It wasn't like sex but 
he was so physically beautiful; he took my breath away. I remember approaching him and 
saying something really stupid like (laughs), "Your eyes are so amazing," because they were 
unlike any other. I remember like him thinking, "Oh, this is like some straight girl who is 
coming onto me," and how it was like to tell him I knew he was gay and then for him to find 
out I was gay. Anyway, we were friends for a really long time. 

I was really sure that he would never die. He never did anything. He never went to a 
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doctor; he never took one fucking drug. And when he died, I couldn't reconcile that on any 
level. I really thought he would live forever. Those are the two people I have the hardest 
time with. Everyone else has come into my life and I knew they were finite. Those were 
people who have been there forever, way before AIDS even existed; it's so hard for them to 
leave. You know, it just doesn't fit. I think about them and their relation to me and the 
things that I went through and how they can do that. It doesn't make any sense. There's a 
certain shock with other people that you never can't ever get over. 
I dream about these people a lot, like really a lot. 

Personal Spaces for Memories of Friends.... 
Changing Attitudes Toward Death.... 

Nancy, Chata, Cleve, Peter Groubert and many others share similar experiences of 
dreams resembling apparitions of past friends who were gone. Chata also dances with the 
dead in Mexico City while Fr. Stanger contends that death cannot be domesticated. The 
Saints come marching in. The AIDS movement has stimulated debate challenging traditional 
American cultural assumptions about death. Interviewees struggle to reconcile the western 
sorrowful grief and anger of loss with the idea that death is naturally the opposite of birth 
and life. 

Mike Fandel In terms of experiencing the full range of life which includes the last stages of 
life and death, we were not brought up to experience that. I know I wasn't. Death was 
something that was not discussed. If somebody in the family died, it wasn't discussed. As a 
result I grew up with a great fear of death which is rediculous because everybody is going to 
go through it. Everybody is going to have to deal with illness, watching their friends and 
their family die. Why are we so afraid of dealing with that with kids and teaching that thats 
part of life and accepting that as part of living. The first I ever really experienced it was 
when I was 36 years old with a friend. And at that point it became less fearful. It was almost 
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liberating because I saw that there wasn't anything to fear about it. It obviously wasn't fun. 
The saddness was as result of the loss but there was nothing really so horrible that I couldn't 
have dealt with. 

Fr. Mark Stanger I had this great old, old professor in Rome. This was Fr. Augustino. He 
would always lecture in the big lecture hall with a big oil painting of St. Augustine over his 
head. And a lot of it was just a rave and just sort of pious crap. But he said something 
theological that was very important. He said, "St. Francis was wrong about death! It's not 
Sister Death, Gentle Sister Death. Death is the enemy to human enterprise, to everything we 
love and enjoy and we can't domesticate it." That had a big impression on me and it's the 
same with disease. It's a rip-off. Death is a rip-off. Every funeral you go to people are 
crying. Something's been stolen and something's been interrupted. Every time lovers kiss 
good-bye in the morning, it anticipates death. It anticipates that final good-bye. Every 
separation. St. Benedict told his monks to keep death daily before your eyes. Now you could 
surround yourself with Day of the Dead images or with bleeding crucifixes or whatever. But 
it obviously is an urgency about life. It's this balance again. I will decay and die. That's just 
what we have to deal with and it's not pretty and it's serious. I have to integrate that all the 
time in my thinking. 

Nancy Lemoins I've known so many people that have died lately. I dream about them all 
the time. I've been present at three pretty clear deaths and I can't ever get those people out of 
my mind. That's such an intense moment (laughs). In a way it is, and in a way it's just like 
eating breakfast. I know that sounds weird but it's like, oh you're hear and then you're not. 
You're dying and your heart stops and if you think about it too hard, it's really very weird but 
if you don't think about it's kind of like you get up, eat a sandwich and then you die. 

Chata - a former Shanti Project case worker - So how, during this whole time of working 
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with AIDS and the fact that you've got a lover dying at home, do you deal with multiple 
death? How do you deal with it as an individual where it's constantly in your face? To me, 
this isn't just client 222. This is Robert. I've known Robert for three years. That to me is the 
person who I am and the work that I do. How do you, as an individual, make your play 
stronger as far as dealing with multiple death? You know, because you consume so much of 
it and you have the anger that comes with it; you have the frustration; you have that peace. 

There are just so many entities that happen to one's self as far as death and dying and 
the need continually to rebuild our extended families. I've got many women who are no 
longer here in my life, women that were always in my life and they're no longer here. How 
do you continue to make friends with people? How do you continue to open up your heart 
and to embrace everyone and to bring people into your family only having six months, 
whatever the time period is, having to bury them later on? That takes a toll on your psyche, 
who you are as an individual in your own soul and in your own heart? 

A prostitute told me one time, "Once you start to come with your clients, it's time to 
get out of the business." I am at a point to where I enjoy my passion; I enjoy my anger; I 
enjoy the fact that I can still cry. Until there comes a time where I can no longer feel and 
hurt, where I become a soldier of war, then yes, it's time for me to get out. But I pray to the 
day that that never happens even though as much and as painful as it is to accept and to 
acknowledge death, there is also something very rewarding in the gifts that you have received 
while with individuals who were walking on this earth. My strength comes from them, 
remembering those that have gone before me, what they went through, what their physical 
pain was like, what their emotions were like, what their endurance was like, what the mental 
state was like. All those are entities that are part of the puzzle of how we deal as human 
beings. 

Joey Bankow was a 12 year old boy who used to do a lot of Shanti's training's. He 
was a hemophiliac and that's how he contracted AIDS. Two months after he died, four of the 
kids passed away. This whole group of hemophiliacs and kids I had worked with at Shanti 
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and through a children's camp that I do went. And then Jeff, this other five year old boy who 
had been HIV positive all his life, passed away; I was real close to him. I remember sitting at 
home and I was just crying and crying and Joey came into my dreams. He was saying, "It's 
OK, everybody is all right." It was OK. Then I get him; I get Jeff; I get Ricky and I get a 
couple of these other people. They're these visions of them telling me it's OK to let go cause 
everybody is OK. 

As individuals, we need to acknowledge the entity death and dying and what that look 
like to us as human beings. Otherwise, we're not going to make it. We need to be able to 
celebrate that life and to acknowledge that people have come before us, even if it's an Indian 
and my great ancestors, it's their knowledge that continues to continue on the walk that I'm 
on. I'm doing the things that I feel for a reason. There's a reason why I've been a long term 
survivor of HIV. There's a reason for those that have gone before me. 

I went to Mexico for El Dia del Muertos, the celebration of the dead, and seeing that 
in Mexico City, hundreds of thousands of people in the nighttime with the candles and the 
cemeteries that were decorated to the hilt with offerings for the dead from water and wine and 
cigarettes and food and flowers. There was an amazing relief and acceptance as far as death 
was concerned and what that looked like. This was celebrating the lives of these individuals. 

I thought, wow, this was such a great way to acknowledge the dead, better than the 
morbid, funeral type, heavy crying type stuff that we always see. Very much, "Santa Maria, 
Jesus..." (Smiles and crosses himself.) "God, Father," and the Catholic and the guilt, rushing 
down the shrink.... I just think it's a fabulous way as far as a ritual, as far as acknowledging 
and accepting one's death and to let go and to know that stuff we were just saying, spirits and 
ghosts and witches and goblins and people are not too sure whether they are and whether they 
are not and visions and so on forth. Baby, open up your heart and your spirit and what you 
believe and whatever comes to you, take it. We fear fear itself. I can't explain my visions of 
Joey and Ricky and some of my other friends, whether they're dreams, visions, whatever they 
may be. At that time, they came in at that time and the emotions and letting me know that 
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things was OK and I was OK and it was like, OK. I feel there are all these souls and spirits 
that continue to guide me, to hold my strength and my passion, my fear, my hurt. Yea, I think 
it's all there. 

David Pattent The probably ten or fifteen other people whose hands I've held as they made 
their transition, it looks real peaceful. I've reached the place in my life, where I know 
relationships never end, they just redefine themselves. So that person who died three weeks 
ago, Richard, for example, I miss the fact that I can't talk to him, but I can always have an 
internal dialogue. I know that that person is always going to be a part of my experience, and 
that can't be taken away from me. Now there's no distance that he's inside my heart. I don't 
feel loss. As bizarre as it sounds, I think that's part of the way I deal with the shell shock of 
having lost over 500 friends in the last 12 years. 

Neil, David's lover: All the dying was like a huge, big, black thing around you. It 
changes the way you think about death; it's not a Western thing to do because death is 
something to shove away. Science pushes it away. We try to define it, but when you're in the 
middle of this you can't do that; you actually have to look at death and say, What about life 
now? It becomes part of life. Can't avoid it, so he dies. 

David: The Big Ugly is just a cultural thing. It's not about where we are specifically 
as people. I've traveled in the Middle and Far East and death is an embraced thing. Death is 
a liberation. And yet, here everyone goes into this big comatose state dragging it out; in other 
parts of the world dying is so embraced, it's encouraged, it's supported, it's a family thing. 
Death is life; they are not separate from each other, they are one. Working with it redefines 
priorities, let's put it that way. Pettiness becomes obviously petty. It becomes very apparent 
each day. 

Chata In Birmingham, Alabama, I think that's where I learned the most - at the Black Baptist 
churches. The music of this people ran chills up my spine, like my own people when I hear 
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them sing and hear the war dances and hear the songs of the dead and the spirits. There's this 
longing, longing of music and pain and hurt and passion and love of history out of these 
individuals that were 90 and 100 years old and in their eighties, men and women that you 
knew came and had lived history on a whole different level. 

God Knows, It's Not Easy.... Grief... 

Jay Segal Everybody that's born, in their young years has dreams, aspirations, hopes, 
places they want to go and be. I luckily did a lot of them before my world was yanked from 
under me. But from 1981, it's just been one series of catastrophes after another. The more it 
happens, the sicker I got. I was heavily in depression. 

I don't have very many friends, three but one died. I had a problem last week and I 
picked up the phone. I went to call Bruce because he's a person who I call when I have 
problems, went to speed dial and realized he's been deleted. You forget that they die. 
They're still your friends. They're still close. They're just no longer a speed dial. I'm still 
grieving. I lost two lovers in one week. That's tough. April was hell. I had more 
catastrophes pile onto each other. There's a part of me that disappeared. The funny part, the 
guy who makes jokes, he's gone completely. There's pieces left but... 

Phil Blazer I've gotten news from my mom about family members who have had tragic 
things happen and I am just like, "Wow, sorry." I don't know what it is. I'm tapped out from 
emotions. I've been dealing this for quite a long time especially in this community. I've seen 
so much, so much suffering. I don't know a person who hasn't lost somebody or a number of 
people. 

Brad Sherbert Well over 200, 270 funerals or maybe close to 280 now. I keep a large 
social circle and out here there are so many PWA's. I don't know if you remember my friend 
Vince who used to visit. Well, over the last year and a half we have become just as close as 
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could be and when I first met him he was just as healthy as me. He's in a bedridden state 
now. I bet he don't last two more weeks. No matter how many times you see that happen to 
people, you never get used to it. I was reading an article on multiple loss syndrome. They 
said when you lose a close friend or something, you need six months to recover. They said 
since the beginning of the epidemic in Los Angeles, it isn't uncommon for a gay man to have 
lost 50 friends they think that is the average and they talked about the psychological effects of 
that. What would they think about 270 in the last six years? I mean, these are all people and 
I can sit down and name them all right now, people I knew. 

Raoul Thomas I've lost so many friends. I only have two up (on a bulletin board) right now 
but at any given point I have at least three, or five articles up about friends who have died. 
This was about Roger, one of my best friends. This was my boyfriend Bob. I try to keep 
track but to have it around you, all the time, this whole city would be one great memorial if 
everybody really faced it. We live the whole AIDS epidemic here. Grief has become an 
ongoing thing for me. You become numb. Sometimes you just feel like you can't go to 
another memorial. Some people had a really complete deaths. The timing left a 
completeness to their lives. For others, it's an unfinished book with chapters complete. 
Some died without saying good-bye to the people they wanted to say good-bye to. I wish we 
weren't talking about it. Ten years ago, it would have been unfathomable for us, at out age, to 
be sitting talking about extreme losses of friends. They were all too young. 

Peter Gruber - Re Entry - After five years of waiting to die, I decided to go back to work 
and a friend got sick. He worked on an ocean liner in San Diego and was very ill. He had 
AIDS and didn't know what to do. They got him in touch with a guy who was going to let 
him be a roommate but the guy wanted sex for putting him up. So I said, "Well that's fucking 
ridiculous. Get on the plane, come stay with me." 

That was 1985 when I first did anything with this room. For the first three years, this 
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room was basically empty. When I knew that Tim was coming, I bought a couch with a 
convertible sofa, a TV, a stereo. He lived in here for several months during which tme, I got 
involved volunteering on Ward 5A at General Hospital. When Tim got sick and went in, I 
had a volunteer pass so I could come any time. 

In the meantime, I had also started a group at Davies. They didn't have one so I used 
the techniques that I learned at Ward 5A, set it up here which helps. After Tim died, I 
couldn't do any more volunteering. Every room I went into, I saw his face and it just tore me 
up. What started as a two or three hour commitment once a week turned out to be seven days 
a week at hospital. I got so involved with their lives, their parents, their lovers. After Tim 
died, it all came to a stop. 

New Years in the Season of Death 

Dan Vojir With HIV, I've lost two ex-lovers. I've seen three very good friends degenerate, 
one that I had to call up his parents in New York and tell them to get the hell out here. He 
had a hell of a life. "Dan, I gotta show you something. He just discovered it," he had 
called to say, "We gotta talk about this." He found that they had discovered a lesion on his 
leg and he didn't know that he was HIV positive. By sheer accident my doctor, Owen, had a 
spot available. He went in and within five minutes I got a call from my doctor. I said, 'Why 
are you calling me?" And he said, "The lesions have reached into his lungs." And he said, 
"You'd better call him parents. This is his 1 ast time. He's going to be going back into the 
hospital and that's it." Oh God. So I said, "Bubbles, they want you in the hospital." And he 
looked at me and he said, "That means I'm never getting out." That was hard for me. 

Bob and I went to his house to get his personal effects and called his parents and said, 
"You don't remember us but...." They came out and so did his brother. Very indicative. He 
was 23 years old. Here was Bubbles on the respirator and looking half the person he had 
been, just paced back and forth, sort of worried but couldn't bring himself to touch him or 
come into the room. That was hard. Up until the day he died Bubbles was joking. Our friend 



133 



June came in, they would always have a laugh. He loved firemen (laughs a sigh.) But when 
he looked at me and said, "Basically that means I'm never coming out." That's hard. 

We had to go to his funeral. By the way it was New Years Eve. We had had a party 
the day after Christmas and he was here. He had been joking. Two days afterwards was 
when I had to take him to the 

hospital and then like the day after that he's dead. So, it was New Years Eve and we had to 
go to his funeral. Now that's hard. We all 
remembered him, toasted him and said this is it. 

Cleve Jones - On the Present - Interview- Castro & Eighteenth, May 22, 1995, Harvey 
Milk's Birthday. A day after the AIDS Candle Light Vigil. Twelve Years after "Fighting 
for Our Lives. " 

I don't come in the city very often. I was here a little bit early and I walked around. I could 
tell you a story about every house on this block and they are not pretty stories. It's very hard. 
You know, a lot of people don't survive it. The love of my life killed himself last year. He 
hadn't gotten sick yet but his T-cells dropped and he just really didn't want to see it unfold 
over and over. It's so inevitable. You know what's going to happen. You know how horrible 
it's going to be. So he chose to end it and I'm surprised there haven't been more. What is the 
most amazing thing is that I still have fun. I still fall in love. I still have a great time. I still 
love life. I spent time with two friends after the memorial. We drank some wine and we 
smoked some pot and we told stories about the old days and laughed and laughed and 
laughed. I think that gay people have a spirit and an ability to get through this somehow. I'm 
proud of the way we have handled this. It's extraordinary that the gay and lesbian movement 
has advanced during this time of such suffering and death. The people that I thought were the 
greatest activists of my time, all tremendous, died. They didn't get to get to Congress or the 
US Senate. The women are doing it. 

There's been so many like him (Bobbi Campbell). I would like so much to be able to 
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survive this and to tell these stories of how 

incredibly courageous we were. I know we made mistakes, terrible mistakes and I guess you 
have to say that we failed in so many respects. I think it's amazing what we have achieved. I 
think that the gay men with AIDS have... if the world could see it, I think the world could 
learn a lot about courage and dignity and what's important and what's not important. I have. 
My friends all have. Indescribable horror, to continue to live and to continue to fight. It's 
pretty amazing. Bobbi was a real role model for me and it's one of the reasons why... You 
know Ricardo chose to end his life before he went through the suffering. He died without 
having experienced a single opportunistic infection. He didn't want to go through that 
suffering, but I just really believe that that is what life is about. Life is suffering. Life is 
pain. When I was young I didn't understand that. I don't think I would want to understand it. 
But it is about suffering and suffering is inevitable and you are required to go through it. If 
Bobbi could do what he did, when he did, at a time when there was such fear and ignorance 
and hate. I've seen so many like that. Marvin had been so sick for a year. He died in, I think 
it was October of '86. He had everything, tumors through his body, terrible pain. There was 
no hope and yet he continued. I have seen that over and over, people with absence of rational 
hope refusing to die, enduring incredible pain, just holding on to their last breath. 

I consider myself a Quaker and Quakers worship in silence. You can speak at 
meetings, only if you are moved by God to do so. It's not like 12 Steps, you know, sharing 
what happened today. But I've only, in my whole life, I've only spoken at meeting twice and 
once was after coming back from saying good-bye to Marvin before he died and really 
understanding why he refused to die until the body wouldn't let him live any more. It was 
something that had perplexed me when I watched Bobbi Campbell. When I watched Marvin, 
and all my friends, I would think where did these people get the courage and the strength and 
the endurance to keep on going? But watching Marvin die, it was very simple. As long as 
Marvin was alive, Marvin was being loved and loving back. As long as he was breathing, he 
was receiving and giving love. That really was what kept him going. All of his family was 
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there and all of his friends. He just really did not want to leave us. 

I think this whole experience was about this little group of people who were so 
isolated from the rest of the world and then to find this kind of tragedy. There are a lot of 
lessons of this experience that go way beyond boundaries of sexuality, way beyond anything 
about gay people. I hope our whole experience isn't lost. I don't think it will be. 

In Conclusion 

Art When I am in a good place the people who have died, these are friends and 
companions who, though they are gone, in a way I still have. I have the sense of them and our 
experience kind of keeping me company. It can be very strengthening. It all depends on how 
I am looking at it in the given emotional state at the time. I have anger about denial, and 
maybe denial is what happens just before getting used to it. In some way we have to deal 
with the grief and the anger. There are coping mechanisms, but I am tired of using "getting 
used to it" as a coping mechanism to the point where your own pain and anger and loss is 
something that really is OK, that somebody else's suffering and pain it's OK, it's another one. 
It's difficult to keep going and have every one of those things touch deeply like the first time 
and not be destroyed by it and keep going. I think that for self and for society and for other 
people, I think the only way to have anything change is to recognize every time that it doesn't 
have to be this way. There's the big prohibition about shouldn't. It should not be this way. 
It's not part of the package and we need in some sense to not have it be acceptable. Yeah, I've 
lost 25 friends and it's not OK and I am not destroyed by it. Holding both of those at the 
same time is not an easy thing, but I think it has to be done 'cause once you shut it off, the 
motivation is gone. 
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Chapter Ten 

But Fight Like Hell for the Living 

Wave Number Two of Activism... 

"The two most famous quotes in activist folklore are Joe Hill's 'Don't mourn, 
organize' and Mother Jones's 'Pray for the dead, but fight like hell for the living. ' Although 
the latter makes a nod at acknowledging the dead, both place the emphasis on political 
action, " Michael Bronski wrote about living in a United States with its selective compassion 
toward the dying. As the inaction of the Reagan era wore on, G'dali Braverman crossed a 
fundamental Rubicon leading to ACT- UP New York (see DeParle, 1990). The battle against 
the health care establishment he would engage in with ACT-UP would help all Americans. If 
AIDS activists had not hung in there screaming, "We're here! We're Queer! And we're sick!" 
its hard to immagine the health care debates of the 1990' s occuring. Cleve Jones put the era 
in context: 

Cleve Jones So there was this first big wave and that was followed by a second angrier 
wave in the late '80s that gave birth to ACT-UP, the Names Project, World AIDS Day, sort of 
grass roots political or semi political actions. I think one of the things that's been confusing 
for many people is that the Gay/Lesbian Movement and the AIDS movement, I don't really 
think of the AIDS movement as movement. I think of the Gay and Lesbian Movement as a 
Civil Rights as a sexual liberation movement and then you have a response to the epidemic 
and they become intertwined. People have trouble, I think, keeping them separate. Very 
different people are driving those two. You still have a lot of people like myself who think of 
ourselves as Gay Liberationists. Now, you also have a majority of people who are in the 
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movement who don't come from that perspective at all and who have come out in the last ten 
years. And it's odd for me to watch it sometimes. 

Beyond Sister Death - a Reason to Fight Back 

Nancy Lemoins I don't know. You know, I keep reading these things that compare it to like 
concentration camp survivors except for we're not going to have any survivors. That's what's 
really the hardest part of all this. I look at people and I go, this person is going to die, this 
person whose like so alive and so vibrant. But that's where I get into trouble, when I start 
judging. I have absolutely no understanding of like what is supposed to work or what's right. 
My conscious and spirituality are really opposing. I feel politically like it's not OK that 
people are dying at 25 but spiritually I say it's just the way it should be. I don't know. At 
times I'm really more political than spiritual and then I'll turn around and think that doesn't 
make any sense at all. 

G'dali Braverman "I really have the desire to have a second dog and name him AIDS so 
when I am walking him I can call, AIDS! AIDS! Come here AIDS! " longtime activist G'dali 
Braverman of ACT-UP Golden Gate joked as we walked his dog, Quincey, through the foggy 
hills of his Clipper Heights neighborhood in San Francisco for our early morning interview. 
'But I am afraid my dog would kill AIDS which would be the closest thing to a cure we 
would have achieved. " I first met G'dali at an ACT -UP march in which we spread the ashes 
of friends on the grounds of the Capital Building in Sacramento. G'dali advised me on how 
to hold my hands properly if I were to be cuffed ; and did it with an understanding gentleness 
one would not have expected of such a seasoned veteran. It was his hundredth action since 
the early days with ACT- UP New York. G'dali became involved in AIDS activism in 1982 
when it was a group of 20 guys with ironing boards and flyers forming an outfit called Gay 
Men's Health Crisis warning of impending danger.. 12 years later, "AIDS activism is 
dangerously close to being on its deathbed, " G'dali observed after having watched as those 
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"1,000 Deaths" from the old placard have become millions worldwide. The following chapter 
features a lengthy segment on G'dali Braverman. This section has not been edited apart like 
other interviewees because of the vividness with which he captures the ethos of ACT-UP. The 
following is G'dali' s oral history and the history of a movement. 

We pick up where as G'dali struggled with his spouse's death and the world it showed 
him. G'dali recalled the hospital where his spouse spent his final days: He was on a wing 
where there were, at any given point, probably eight or nine AIDS patients, all of whom were 
going to die in short succession. Nobody was ever released. Once you were in the hospital 
that was it, that was your last stop. People who were released for a few days would 
inevitably end up back in the hospital with complications. So, I came to know all these other 
people who died, before he expired, during their time and their families, you know, started 
getting familiar with the whole disease on a whole other level. 

It completely altered my life. I had never personally dealt with death. I had no idea 
what a dying person would be like, look like, sound like, you know, kiss like. I had never 
grieved for that type of a loss or really ever lost. I removed myself from society because I 
was so devastated by this loss and by the lack of overall support in the world. I really endured 
that with only one of his friends as a support. I keep saying life was never the same again and 
it wasn't. I still consider myself a fortunate person. In a way, my life is so charmed that 
having this happen was that much more of a wake-up call. 

Dumped him, picked up ACT-UP. 

I think the root of AIDS activism necessitated our looking at issues around basic gay 
homophobia to begin to identify why the world wasn't facing up to AIDS. We were not an 
organized community. We were invisible. We were narcissistic. We pursued our basic 
primal needs without really thinking, 'What is the future direction of our community 
politically, locally, statewide, nationally?' You have, basically, masses of people who are 
closeted or hiding who aren't going to identify themselves under almost any circumstance and 
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accept that risk, even when they are dying. They didn't want to have to deal with the phobias 
around their sexuality or lifestyle. There was a negative support structure for creating a 
working environment around the disease. 

I met a guy in '87. We were in a relationship for the better part of '87, '88. I had 
received a couple of flyers in the mail about ACT-UP. I breezed through them and, basically, 
tossed them. I was feeling that I was in this relationship with a generally vacuous person who 
really didn't seem to have any great concern for the world around him besides how good he 
looked and which club he was going to. When ACT-UP passed we stood on the sidewalk, at 
Gay Pride in 1988, a year after its formation, I took one look and said, "I am going to go to 
the next meeting of that organization." There was a sense of power, a sense of action. It 
didn't appear to be about pity or shame or sadness or guilt. It seemed to be about anger and 
action. I think that as the individual that I am and as a Jew those were things that I could 
identify with. So I dumped him, picked up ACT-UP. 

My first meeting was right after Gay Pride. It was on the first floor and it was packed. 
People flooded out the doors. People were in the hallways. There was no ventilation. But 
there was the sense that this was the place to be, all the energy, all the focus around HIV was 
happening in that room. And I just listened. It was probably young gay men mostly, 23-35, 
physically fit, an exceptionally large number of attractive people, energetic, articulate people. 
Probably 30 to 40 percent of the organization was composed of Jews. Jews have always been 
at the center of leftist movements which has always ended up fucking them over in the end. 
An agenda was put together. The meeting went on for three and half hours and people stayed. 
All ages, 16-60, the whole gamut. Men, women, boys, girls, parents, but mostly gay men 
and you didn't know who was HIV positive or not. 

Even from that early time there were only a few of us who identified as positive. I 
was one of those people. I found out in early '87. I don't remember it definitely. By that time 
I had accepted the fact that chances were that everybody I knew was going to die and that I 
was going to die and it was just a question of time. It just seemed the logical conclusion. In 
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retrospect it was. 

Actions were proposed every week at that point. I can remember feeling a buzz in 
those earlier demonstrations. I'd be leaving my office or my apartment and walking or being 
on a subway and having this sense of the unknown in my gut this feeling that I was putting 
myself at risk and this response circulating through my blood of "You have to! You must. 
This is just something that you are going to do" and hearing myself think, "What's going to 
happen? Is there going to be brutality? Are people going to be fighting? Is there going to be 
a confrontation? What is my response going to be? Am I going to be able to stick to our 
non-violent guidelines? Am I not going to feel a need to reciprocate aggression on a physical 
level?" As a new person you go through this constant inner checks and balances because you 
are so filled with a fury. We helped perpetuate that anger in the discussions that we had 
around the actions so that you are a bottle of emotions with a great sense of purpose. When 
you were at the demonstration you sustained yourself on an adrenaline rush because you 
were chanting the whole time whether it was a half an hour or an hour and a half. Physically 
maintaining that energy level does incredible things to you. You walk away from the 
demonstration feeling elated, really elated and purposeful. I don't think that I ever 
experienced an overwhelming fear. I always had a sense that I have a good head on my 
shoulders and that I would know how to respond and react in critical situations. 

I, early on, chose to be visible in my work and to take a sort of leadership role in my 
work as an AIDS activist. I still didn't socialize with AIDS activists, didn't sleep with AIDS 
activists, didn't seek to establish friendships, and didn't seek out media interviews, but I 
sought to be central on issues that I chose to work on. 

Beyond Identity Politics - Housing, Treatment, City Issues 

ACT-UP was working on a multitude of issues. There were probably a good 20 
committees existing, treatment issues, housing, local issues, city issues, a media committee, 
etc. There were people working on those issues that were meeting several times a week 
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outside of the regular Monday meeting. 

I chose to work on housing for general reasons that it would be difficult to muster 
people to work on an issue that wasn't a glamorous issue. The committee had just been 
formed the previous week. The issues the floor was responsive to at that point were local 
issues and treatment issues around the FDA and the NIH. Housing would be difficult 
because here we were predominately middle class to affluent gay men whose self-perception 
would be that one would probably never have to deal with becoming destitute and therefore 
this seemed like a peripheral issue. We would be advocating for mostly a minority 
population. I thought it would be a challenge to get these organizations to deal with their 
issues. We turned out to be a very successful committee and mustered large attendance at our 
demonstrations. 

The first demonstration that I was involved was at the Trump Tower on Fifth Avenue 
targeting Trump and the City for the millions of dollars in tax rebates that developers like he 
were receiving. We felt these funds should be going towards low income housing and the 
abolition of shelters as primary housing for homeless people and inappropriate housing for 
homeless people with life-threatening illnesses. We moved on to having several successful 
demonstrations against the city's Housing Preservation and Development and Housing Works 
departments. They were very successful demonstrations, in terms of the media pull and 
getting the public officials to the table to negotiate, and in terms of getting any community 
response around issues. I think we really were instrumental in the early work that 
transcended the issues around being a gay man with HIV. After I left New York to come here 
the committee actually went on to developing an organization called Housing Works which 
provides housing. 

ACTION!!! - The Anatomy of a Demonstration. 

I would have to say that one of the most successful demonstrations in New York 
proper would have been in 1989, the anniversary action where we shut down part of 
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downtown and had a march to City Hall. We started very early, probably 7:30 in the 
morning. I recall well over 2,500 people with a massive picket and incredible posters and 
propaganda. 

On the day of the march there's a sense that there is going to be mass hysteria, like 
complete lack of control and organization. That rarely happened, though. There would be 
individuals who had volunteered to be marshals to watch the police interaction with the 
actual picket line. There were people who were identified to be media liaisonsn to identify 
media and bring them over to spokespeople to actually address the issues. There were people 
doing propaganda and people doing just legal observation and watching the actual arrest 
procedures and identifying police by badge numbers. They would have lists of the people 
who were risking arrest so that nobody would get lost in the system. There were lawyers on 
site. Then there were the separate affinity groups. So you had this multifaceted 
demonstration and everything was happening simultaneously. Incredibly, there was a sense 
of coordination. Rarely did anything horribly unpredictable happen. Incidents would happen, 
but it wasn't as if it overrode the demonstration or resulted in everyone being at some 
heightened risk. 

That day the group that I was with decided to take over the street and block all traffic. 
It was one of the major streets near City Hall downtown, I think? My sense of geography is 
pretty bad. So we waited for the appropriate moment and chained ourselves together and 
went into the street and lay down. Then the police went through the crowd of people who 
were risking arrest. It was rush hour. The last of us probably weren't arrested until around 
lunch time. Then, of course, we would be carted off in paddy wagons and held. There were 
probably a couple of hundred that were arrested at that demonstration. They weren't able to 
move us through the system rapidly enough and they didn't have enough jail space to put us 
through. That was a massive demonstration. It really impacted both the organization and the 
city in terms of visibility of the issues. 

Those local actions really served to alert people in masses. The following week you 
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would suddenly have 800 people at the meeting instead of 400. It also began drawing media 
attention and the attention of other AIDS organizations to better identifying what was truly 
going on in the system. City bureaucracies were starting to unravel the kind of corruption 
within the administrations— that programs like shelters weren't working or that hospitals were 
overcrowded or that health care was insufficient. Those things that seemed like such 
highbrow intellectual garble when we started talking about them became commonplace ideas 
among the mass media. 

We went up to Albany, to the state capital. This was like at the 1990 anniversary 
action. We felt that Cuomo had not been addressing issues on the state level around AIDS, 
discrimination legislation, and all sorts of stuff. There were 15 affinity groups there. My 
housing committed called ourselves the "Mario Antoinettes," targeting Mario Cuomo, and we 
made or had incredible costumes like Marie Antoinette big dresses with ruffles and we had 
wigs. We were in full drag and we carried coffee cake we went around the state capital in 
drag screaming, "Mario Cuomo's policy is Let Them Eat Cake!" We went to his office and 
threw crumb cake around the door. It got wild media attention and it was fun and was 
poignant and it was hell getting arrested (sounding campy) in huge, huge garb. But we did 
fun things like that. A lot of it was about creativity and attracting the media in new ways and 
using innovation and art and yet never losing sight of the urgency of AIDS and being able to 
find new ways to talk about AIDS. 

Mario Cuomo's State of the State Address 1990. 

Amongst the most critical of actions for me was a demonstration two months before 
that. It was January of 1990, only four months before I moved to San Francisco. There was a 
group of 15 of us who were targeting Mario Cuomo and the state legislature around the state 
budget for AIDS and the lack of response. Mario Cuomo was going to be addressing the 
state legislature as "The State of the State Address." 

We decided we were going to get into the chamber at the state capital and disrupt 
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him. We thought we were going to be able to get passes through an inside source. Basically, 
it was for elected officials and media and wealthy people. As it turned out, I got in partially 
out of luck but more out of wit. I put together a bogus story. There were three of us and we 
were all very well dressed and very presentable and we quickly went up to the entryway. 
There was a metal detector and they said, "Can we have your tickets?" I immediately 
separated myself and pretended I wasn't with the other two. We were standing all of six 
inches away from each other. It was about an hour before he was going to be addressing the 
chamber. So there were maybe 20 people in the whole chamber in this huge hall and I said, 
"Well, actually, I don't have my ticket but Senator, I don't know, Willmayer has my ticket. I 
think that he's in there." And they said, "Well, you can go in and look for him but come right 
back out if he's not there and you will have to wait back here for the ticket." I said, "Sure, no 
problem I will be right back in a couple of minutes" knowing that a crowd was gathering 
behind me and that the security guards were going to forget that I had gone in. 

I entered the chamber and went to the farthest point in the room away from the 
entrance. There was a woman sitting by herself there, middle-aged conservative-looking 
woman, and I sat two seats away from her. She was reading a newspaper. When I entered 
the chamber, I identified her and I waved so the security guards would see me and think that I 
knew someone in there. And I sat next to her and I spent the next half an hour lip sinking, 
pretending that I was talking to her but she didn't notice me 'cause I didn't sit directly next to 
her but for anyone who was watching me from a distance it appeared as though I was with 
her. The chamber became more crowded, I maintained my position and I had no idea 
whether anyone else had gotten in. 

I suspected I was on my own, but the agreement that we had made, if we had gotten in 
groups, at the moment that he said AIDS that would be the moment that we would interrupt 
him. I knew he was going to say AIDS but I didn't knew where it was going to fall into the 
speech. My heart was racing and he finally got to the part where he said AIDS and paused 
first, only for an instant, waiting to see if anyone else would stand up and there was no one 
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and I began screaming about what the state budget was and the inadequacy of his response 
and the chamber went silent and the cameras all turned to me and him. 

His response was brilliant. I made sure I was as far away from both the entrance and 
the exit so that I would have the maximum amount of time to speak, and as they were coming 
towards me, people started screaming. He said, "Let the man speak." So I spoke and, of 
course, he interrupted me. It was something to the effect of lip service but it was well 
orchestrated lip service and then I retorted. It was clear to him that I wasn't simply going to 
leave. I was going to debate him and he would leave his platform. So at that point he let 
them take me out and they literally dragged me through the state chamber. 

It ended up on the cover of The New York Times on probably like January the 5th, 
1990. There was an article starting with: "Mario Cuomo's State of the State Address," or 
"Cuomo Gets Heckled." That was probably the riskiest feeling I've ever had. 

Brad Sherbert My circle of friends keeps changing 'cause people die. I don't know 
what keeps me here so long; I see people doing everything they can to take as much care of 
their body as possible and they still die very fast. I can remember and I go to the funeral and I 
just go on. It wasn't too long ago when I used to get real nervous in front of a crowd of 
people to give a eulogy. Hell, I've had so much practice at it now, I oughtta have one gigantic 
eulogy speech for everybody and just fill in the name (laughs). It doesn't make me nervous or 
anything anymore. It's really hard too. You don't really get used to it but you become 
accustomed to it. It's the worst thing, I think this epidemic, that anybody could imagine. 

And the government is in total denial. That's why I went with ACT-UP on 
demonstrations several times and got arrested. It's like they don't care. I remember back 
when I was first diagnosed, AIDS was big news. Every night on the news you saw it in big 
black letters, AIDS. Now, it's like, it's casually mentioned. I think the reason that it's not 
news is that I think that the government doesn't want the public to know how bad it's getting. 
I know that the latest report from the World Health Organizations says a million and a half 
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Americans have tested HIV positive. They estimate that for every one that has tested positive 
there is probably like at least five other positive people. And you're talking about a country 
with 250 million people and if this has happened in the first ten years, what's going to happen 
in the next ten? It's scary and then to see your friends dying, friends that could last a couple 
of more months if they could get access to the right medication. 

Of course I went with ACT-UP to City Hall. And we spent the whole day in City Hall 
raising hell. I got there at ten in the morning and finally at four in the afternoon I got 
arrested. We didn't know at what time the city supervisors were going to meet. We were 
going to stay there until we got arrested or they met. Finally they met and, it's like, I sat up 
and started screaming about the budget cuts and people dying. I told them, "This disease is 
killing me." And I said, "If you don't allocate money here, here and here, I'm gonna die 
sooner than I have to." And the one supervisor, I forget her name, Angela Allioto, she's 
supposed to be our friend. She's like, "Sir, if you'll just take a seat and be quiet, you'll get 
your turn to speak." And I'm like, "Look, I've been here all day and you're here. That'll effect, 
how long I will live depends on how much money you allocate and you're telling me to sit 
down and shut up." I said, "Hell no, I'm not going to sit down and shut up." I kept right on a 
talking and she motioned to the cops, OK come get him. 

They put the little plastic handcuffs on me. And, of course, it didn't hurt, they put 
them fairly loose and stuff and I like kicked and yelled that they were hurting me and 
screamed (laughs). I did not go easily. That's because, if you go peaceably, you don't draw 
any attention. Well they carted this guy off to jai but if you make a scene? That night I was 
on every channel. I was on the front page of the Chronicle paper, the front page of the Bay 
Area Reporter. That's what happens when you throw a fit when you get arrested. You go 
peacefully, they don't even mention it on the news. (Sardonically) The news media reported it 
as a slightly noisy demonstration (laughs). I bet nobody got any work done at City Hall that 
day, OK. 

I'm surprised they didn't arrest me sooner. We had the city supervisors' office blocked 
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off at one point. And it was like, one guy came and said, "I just want to come and get a few 
of these papers." And I said, "You know what I think of these papers." There was like a 
stack about two feet tall of all these different forms. I grabbed the whole stack. Took it out 
of the Supervisors' main office, went out to the balcony inside City Hall and just tossed the 
shit as hard as I could. And I said, "That's what I think about all this red tape bullshit!" I 
thought for sure I was going to jail when I did that. I though, God this is too wild to pull this 
shit and get away with it, you know. 

Arrest, Core Philosophy and the Police 

G'dali Braverman There's a point when there's a demonstration where my mother will 
call me from New York and if I pick up the phone she will say, "I can't believe you are out of 
jail already. I thought I'd, you know, would leave a message on your voice-mail just saying, 
'call me when you get home later.'" I'm not blase about the importance of civil disobedience 
and the importance of risking arrest to get your message across. It's just part of my 
responsibility as an activist. 

I can honestly say that I didn't become an AIDS activist to save my life. I didn't have 
that as an ulterior motive. I became an AIDS activist because I felt that the whole system was 
corrupt and that our government was at fault for the spread of this disease and that we needed 
to wake up. It was about the world. It really was about the world and about our world as a 
gay people, which I still recognize and believe will be annihilated because of this epidemic. 
As our community becomes more passive, more reticent, I can see those AIDS activists who 
are left saying that old adage, "Help yourself first so you can help others." Many of us are at 
a mid to late stage of disease where if we don't survive and there aren't any new people 
coming into it, then we can't do anything to help future generations. Ultimately that hasn't 
been my objective. My philosophy is that this epidemic will be with us for at least another 
generation and therefore we should do everything in our power to keep the urgency of AIDS 
focused in the public eye. 
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The Crashes We talked for a few minutes about the emotions around demonstrations - the 
adrenaline and the post demo isolation: You're really jostling my memory now and all sorts 
of fun things are coming out, and the horrible things. When you're in jail, waiting to be 
released or sighted out, it's a weird feeling because you've suddenly gone from this energy of 
a crowd and a demonstration and your action that you planned down to the final detail to 
being a hostage. You can feel very trapped and it can be a very unpleasant, hot, unsanitary, 
disease-ridden environment to be in. You feel very disempowered. They seek to make you 
feel that way for the most part. Although I have been in many situations where I felt the 
police were more than compliant, that they were actually aiding and abetting us in ways 
which I really respected. 

I was arrested in Albany three times. The first time I interrupted Mario Cuomo at the 
State of the State. And the officer that arrested me, he pulled me out and then headed me 
over to this big burly officer, 250 pounds. And I turned to him and I said something like, 
"Just don't mess my hair up." And he looked at me and I winked at him. We both started 
laughing and we became buddies. When I came back in my Mario Antoinette outfit, he 
actually sought me out. I mean there were officers all over the State Building following 
different people and he asked to arrest me so that we could hang out (reveling in the 
memory). This is an upstate New York middle-aged married guy, you know, and we 
developed this connection. And that wasn't the last time that that happened to me with a 
police officer. I never hid that from my co-activists, even the ones that are the most dire cop 
haters. The third time that I came back he asked some other activists that he had arrested, 
"So where's Braverman?" Someone else arrested me and he came over and said, "Sorry I 
didn't get you this time, you know." I think several of us have had that kind of a rapport 
because we didn't turn as we were getting arrested and say, "Fuck You! You Goddamned Pig! 
and spit on the guy. If you can just turn and say, "Hey look, I know you are doing your job. 
Do me a favor, don't put the cuffs on too tight, I've got bad circulation. I'm a person living 
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with AIDS." Or "Do you know anyone who's died?" I can't tell you how many times an 
officer has turned to me and said, "My brother died. My brother's sick. Do you have some 
information?" One time we got arrested here in San Francisco shortly after ACT-UP Golden 
Gate was formed and we were brought into the North Station, and the lieutenant said, "So 
what phase of clinical trials is this drug in?" If you are always going to assume that the cops 
are ignorant or that they are on a different side, then you are wrong. You shouldn't and you 
can't make that assumption. The last time I got arrested, a month and a half ago, the cop said, 
"You know, my wife has been battling cancer and I'll tell you, the system just fucks people." 
I don't believe that they're my enemy. I'm not an activist because I have a disrespect for 
human life. I'm an activist because I respect human life and the need for a quality of life. 

But afterwards, when we left a demonstration in the early days we had this sort of 
unspoken understanding that we would gather, those of us that had been arrested. Or some of 
us would gather in groups, go get something to eat, or hang out at someone's house, or spend 
the rest of the day together because of the crash. The emotional crash that comes afterwards 
is intense because for those instances of the demonstration you forget that you're not living at 
the tail end of an epidemic. You forget that everything that you are demanding is not going 
to be achieved when the demonstration is over. You are so focused on the moment that you, 
somewhere in your mind, believe that the solution is here, in the action and clearly it isn't. 
This is just part of the process. So when you end up home alone afterwards, you wake up to 
the fact that death is still here, your friends are still dying, you're still sick, the system still 
exists as it was and that some changes may come about but it's just the beginning. One of the 
difficult things of being an activist is maintaining that high level of energy and motivation 
and not letting the crashes destroy you. My crashes were always short lived cause I was 
always so busy organizing another project. I think in the earlier days, particularly in New 
York, there were so many people and there was such camaraderie that it was easy to stay 
focused and to feel a sense of support. With today's attrition, that doesn't exist. 
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Dan Vojir The ends are very noble. I used to get upset at ACT-UP. I think they've 
calmed down bit. I think they've done a lot for people. In fact, there was one woman I was 
talking to. Her child has Down's Syndrome. She's practically reversed the Down's Syndrome 
in the child by using certain smart drugs. She said, "You know something, if it weren't for 
ACT-UP, my kid wouldn't be alive today." I says, "Why?" because her child didn't have HIV. 
She says because it was ACT-UP that got the FDA to accept the mail order drugs that we 
finally get in the country. She says, "I totally support everything ACT-UP ever does because 
of what they did for my child actually, inadvertently." She says, "A lot of people don't know 
that ACT-UP did a hell of a lot of stuff for a lot of other people who don't have AIDS." 

Jay Segal You only do drugs for one reason and that is to stall the progression of the 
disease until a cure comes along. Realistically, you're not going to see the cure, not for about 
another 40 years, maybe. I've learned a lot about AIDS, joined both groups of ACT-UP, got 
things changed. They're the only people on this planet that have made any changes. 
Congress wouldn't have changed on its own. The president wouldn't have done anything on 
his own. I don't always agree with them but they work. This country was built on activism. 
Look at the Boston Tea Party, talk about a major demo. They took a whole bay. We just 
trashed ships. And ACT-UP is good activism. The cause is good. 

I was heavy into ACT-UP in Chicago. Dealt with a couple of major demos on health 
care and alternatives. The Chicago Demo, I was significant in that one in its inception and 
creation. ACT-UP is a bunch of sick sissies who can't agree on anything that somehow get a 
lot of work done. Strangely enough, in almost every major AIDS conference that's ever 
going to happen this year, ACT- UP is on the committees, ACT-UP is on the speakers lists. 
ACT-UP is a reputable source now because they've dealt with it more. They are personally 
impacted. 

Cleve Jones I produced all the candlelight marches for the first 1 1 years. The tenth 
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anniversary of the murders of Harvey Milk and George Moscone, I woke in the middle of the 
night, Oh, I know exactly how to do this this year. And I came up with this scenario that I 
would have a bare stage with a single spot. As we started with candles and I had the stage be 
totally dark and then without any announcement, a single spotlight, I wanted Joan Baez to 
walk out on stage and without any other words to sing, "I dreamed I saw Joe Hill last night, 
alive as you and me, I said Joe you're ten years dead, I never died said he, I never died said 
he." And I called her up and said she said, "Oh, yes, that would be fabulous." And she did it. 
There's been about a half dozen times in my life where I saw something so clearly and then 
got to see it just as I'd imagined. She came out. The crowd recognized her before she got to 
the microphone, but her voice was so distinctive they knew it and there was an electricity 
through the crowd. It was Joan Baez and she was singing this great labor song that applied to 
our situation and had this thread of continuity. It was faaaabulous! ! ! 

The Inspiration for the Names Project. 

'85, when I had the idea of the quilt, to give you an idea of the extent of my full 
arrogance-I organized the Candlelight March, I decided that I wanted it to be a perfect night, 
therefore I would be the only speaker (Laughing). We marched on City Hall and in the hours 
before the march I passed out a stack of cardboard placards and markers. Everybody wrote 
down one name. And I gave my fabulous speech: 

"Now our numbers have been diminished and many among us have already been 
condemned to an early and painful death. But we are the lesbians and gay men of San 
Francisco and though we are again surrounded by uncertainty, we are survivors. We will 
survive again." 

But we went to the Federal Building and I had ladders hidden around the shrubbery at 
the Federal Building. We climbed up three stories and covered the thing. As I was walking 
through the crowd, I looked at it and I said, "it looks like a quilt" and immediately thought of 
my grandma and the quilts that have been passed down through our family. Then it was like 
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a slide falling into place. I just saw this massive quilt with the dome of the Capital Building 
in the background. It was almost two years later that we first unfolded the quilt. 



153 



Part IV: FAMILIES, EVOLVING 
DEMOGRPHICS, AND OTHERNESS 
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Chapter Eleven 

Waves 

Beyond Borders and Mexico City 

El Sida 

AIDS hit regions of the globe in varing degrees and they responded in turn. The 
reputation of the San Francisco Model of AIDS treatment grew. Border crossings have 
always been problematic for PWA's. As the plague raged, people from all over the world 
migrated to survive and heal through access to the San Francisco Model Interviewees recall 
the anguish, dilemmas and successes of their journeys from and memories of AIDS in 
Mexico. Interviewees reflect on the battles to maintain a sense of themselves through the 
double and triple forms of stigmatization as they make their ways through an American 
culture that outlaws services to immigrants, barely tolerates homosexuality, and tends to 
deny the existence of those with disease. 

As the grim realities and grotesque treatments he was receiving intensified, Gabrielle 
Martinez moved in San Francisco in search of a little ingenuity in terms of treatment. 
Gabrielle had just moved into our housing program when I began to work there. "Ciao 
caro, " Xico, used to greet me. Italian fit the way they looked at things. They both had long 
hair, great smiles, late at nights, Gay Pride parades, and socializing to attend to. Hugo, who 
lived in the building, took a more serious outlook. Marcos Reyes used to visit to 
participacipate Positive Art Program. Gab's old boyfriend with whom he moved from 
Mexico made frequent visits. Santo, a friend from Sacremento, came a lot. Eventually he 
even moved into the building. His health caught up first. 

One morning Gab and Xico arrived with heads shaved right in step with a city in 
which immages of disease overlapped with style. They had just gotten back from the hospital 
where Santo had gone into chemotherapy and they wanted to put him at ease. Another 
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Sunday Gab, Xico and the rest of the group left in drag only to return a couple of hours later 
and change back into jeans before the sun had gone down. I asked Gab why. "For Santo 's 
spirits. We were just visiting him. " Santo passed a few months later. Gab's old boyfriend 
soon followed. Xico soon began taking more and more trips to the emergency room himself 
"Please, don 't even get sick.... " Xico whispered from his doubled over position, looking up 
for a moment, as he sat in the lobby waiting for Gab to get the car on one of those trips. Xico 
is now bedridden. 

The day of the interview, short, brown-haired, handsome 28-year old Gabrielle 
Martinez wears jeans, hiking boots and a five o'clock shadow. We sit at the living room table 
of his apartment cov erred by movie posters and plants overlooking a park and talk about 
those old friends. Gab grew up with nine sisters and a few more brothers in Mexico. He 
recalled the first cases of AIDS he heard of in Guadalajara: 

There were two cases of AIDS that were reported there. I think it was in 1985 or '86. 
They were the first two cases of AIDS that were reported here. One of my teachers was 
working for a county hospital, so that's how he knew about it. My homework was to go and 
interview one of them and find out as much as I could about them and about the disease. I 
went to see them but they were separated from the rest of the patients in a special room. 
They couldn't go in and out of the room. 

And there was, of course, not much information and most of it was propaganda; 
information came through the newspapers, most of them from here in San Francisco or health 
letters from other places. But there was not any government or city education on AIDS or 
prevention. Most of it was like: don't have sex or don't have sex with males. Church has the 
power to either accept things or not. They do condemn the use of condoms. Talk was 
between gay people who would get together and make comments, "Oh, I read about this" or 
"I had a friend who travelled to some other place" and will comment whatever they heard. 

And that went on until about 1988, mostly because to take the test you had to give 
them your name and address. You'd have to give them a list of sexual partners for the last 
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two years and telephone numbers, apparently to contact them and make them aware of taking 
a test. So it was more like, if you came out positive saying, Well here's this list that you have 
sex with. Let's test all of them and they will be linking you directly like you infected this 
many persons. It was very discriminatory, so nobody wanted to take the test. There was no 
respect or confidentiality at all. 

When I started having friends with HIV it was mostly between gay males that they 
would make comments. Also it was the wrong idea about, "Well, you can tell when 
somebody has AIDS 'cause they will look like this and that and that," and that was the main 
misconception too. "Oh well, you look healthy," or "I'm healthy. Look at me," So mostly it 
was misinformation. In the town, sexual education doesn't really exist. It's mostly 
dominated by church Five years ago the government was doing some big signs that displayed 
condoms. Because the church objected they took down all that propaganda about condoms. 
They are very reluctant to it. People are using them more but still. 

Testing.... 

It took me almost three years to decide on having a test. I couldn't avoid it any more. 
In 1988, when I came to California to live here, I had to have taken the blood test. I was in 
San Fernando. I called them two days later, they say, "Something went wrong with them but 
we have the same samples so you don't have to come back again. Give us another two or 
three days." So I gave them another two or three days and then when I went to the clinic. 
One of the nurses, the one she was supposed to take care of me. She saw me, she stepped 
back one or two steps. She was like really horrorized and called another nurse who took me 
and then told me I was positive. The first nurse she didn't want to touch me or have anything 
to do with me. This was like here in California. I was like, "Wow, oh my God." That gave 
me an idea. Then the other nurse told me, "Keep going on with your life. There is help here. 
Get into one of the county hospitals to be tested to see your CD count. And just take it easy, 
you are not alone." 
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And I had my partner with me. We had decided to come to the U.S. together. When 
he got back from work, he asked me how the tests came out and I say, "Fine," but I didn't tell 
him anything. I was hoping he would come out negative. And so I went with him. There 
was a very young nurse, like 16 or 17 years old, and she gave him the results. He was, of 
course, shocked. She was the one that was crying instead of my boyfriend. He came out and 
he told me, "Well, I'm positive," and asked me, "You were suspecting it? Right?" And I said, 
"Yes." "You knew it?" I say, "Well, yea I'm positive too." And then he said, "Well you lie 
to me." "I didn't lie,' I say, "Everything was OK by that moment." 

It was the first time I was living in with him and away from my family and learning 
the language and having everything different. Our relationship was fading. The only thing 
that I did. I went to this small outpatient clinic. They told me, "Oh, I'm sorry. We're not 
doing anything here. You have to go to LA. to go and get care and probably some 
experimental drugs . We don't have any of that here. It is not accessible and we don't have 
personnel that is trained to do anything." 

Then I moved up to Sacramento with some friends and I spent two years there. That's 
when I sort of started. I went to a county hospital and I got my first CD4 count. I was happy 
there. I had a lot of friends and I was working. I wasn't feeling very well because for the last 
six months I was on AZT and my body couldn't tolerate it any more. It was making me sicker 
when I took it than when I stopped taking it. I talked to my doctor about it and I remember 
telling him about DDI which was the newest drug. He just said, "No, I cannot give you DDI 
and you have to keep on AZT. That's the only medicine we're giving to HIV positive 
people." He told me, "We are about to increase the dosage from 600 to 1,200 per day." And 
said, "If you don't want to take it then I'm not going to see you again." So I was feeling really 
sick and I had a friend who lived here. He was talking to me. He was, "Why don't you move 
down there and you can move into my place until you get a job and then you can move on 
your own. There are more options, more treatments and there are better doctors that can treat 
you nicer. You have a better chance to survive because AZT is going to kill you." 
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Moving to San Francisco 

So I left everything and I moved down here with him. I got into San Francisco 
General and I started seeing another doctor who put me on DDC. It did work for two months 
but I didn't really feel I was getting any benefit so I started on DDI and it was the same. I 
was, at least hoping to stabalize so we stopped and he enrolled me into that D4T. 

I wasn't very happy here because I left my work and all my friends in Sacramento. I 
didn't have any friends in the city. When my doctor saw my papers and my CD4 count, he 
told me, "Sign all those papers and you can just go on disability. You don't have to worry 
about anything else." And I say, "But I want to work." So I got a job and I went for four 
months and I was kind of happy even though it was hard to get up in the mornings. I was 
taking classes, volunteering, working full time, going to the gym, doing therapy and going out 
with. 

Eventually, health realities slowed the pace and Gabriel quit his job: I started to take 
a break and to do whatever I wanted to do with the time off. It did help to realize that I 
wasn't going to die that soon. I still am able to do things, so now I'm trying to go back to 
school and to go back to work and we'll see what happens. 

My Dwindling Circle... 

In this time that I have been positive so many people that I have known have died, so 
it is scary. Even if you take good care of yourself something very unpredictable can happen, 
or you think you are taking good care of yourself and you're not, and you never know, 
especially living at the building. From all the people that I first saw to moving into the 
building, which was around 60, only ten of them, I would say five of them are still alive. The 
rest of them are dead. And people that I used to see doing OK, somehow they would just get 
stressed out. I guess the biggest problem with this is fear because fear can just kill you. You 
don't feel like eating. You don't feel like doing anything. You cannot sleep; you cannot rest; 
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you cannot do anything. 

And just having the ambulance like every day getting into the place, it used to be even 
like three or four times a day when the people started getting sick. I used to live on the 
second floor. It seemed like most of the time they were getting through my apartment into 
the building and I will hear all the noises. I never really liked ambulances. Not just 
ambulances, the fireman cars coming in and all that, so it was very traumatic. Some days I 
would just think, "One of these days, it's gonna come and get me. They are going to come 
and pick me up." So far I haven't been hospitalized the seven years that I have known. 

I don't think of them as dead, I think of them as being transformed or their energy to 
still be around me. It's either with new friends or with things that I'm doing for myself. I 
don't think of them as having been gone forever away from me or out of my life. I think of 
them sometimes when I don't feel very well. I will think of the nice moments we had and 
things we share and stuff like that. That makes me happy. I always keep them in my heart 
and in my mind. Sometimes I'm sorry they're not with me or I feel sad they're not with me 
anymore. Sometimes it's easier with friends. They know you; they know if you're upset. 
Sometimes it's just easier to share or call them and say, "I just don't feel good today. I don't 
know what's going on. I'm tired. I'm bored," whatever. Sometimes when I am having rough 
days I need them so I remember them and bring them back to me in my memories. Then I 
think, I know you used to say this about me or that about me and this is what I'm going to do. 
At least, I will try. And that's the way they keep being in my life. 

Or every time I want to quit doing interviews or research to help with prevention, I 
think of them. "Probably if somebody did this before for us we wouldn't be here and we 
would have better chances." I try to do it remembering them. I try to do it as a tribute to my 
friends I have lost. Also I think, well probably you would want this, so I do it. 

I just discovered two or three years ago that the qualities that I most admire in my 
friends and people that I care and love about that I used to like in them. I will try to imitate 
them and try to take the best of them and use it of my own. My sister that died, she used to 
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be very gentle to everybody. She used to smile to everybody. So now, since she died I try to 
do the same. I try to learn or remember what they were doing and to keep doing it. That's the 
way that they are still alive. 

Hugo Manzo The day I first formally interviewed Hugo, a former Seminary student in his 
late 20' s, he lay in a dark room with pink curtains, yellow dividers, a pump, in a mechanical 
bed with stainless steel girders in Ward 5D of San Francisco General Hospital. The TV was 
attached to the wall across from bed. A Dixie cup, phone, and meds sat on a tray on his 
bedside table. Hugo's a 5' 5" Latino man with brown hair. His parents were from Mexico 
although he grew up in Texas. He wore wire-rimmed glasses and a white hospital gown 
with snowflake decorations. Hugo was recovering from a fever as we talked. I tried to ask 
about the atmosphere but he shut me up, "This ugly room is awful, Benjamin. Being in the 
hospital is not too exciting. " I had known him from the building. The hospital interview was 
spliced in with previous informal interviews. "This will be the most wonderful year of my 
life. I can already feel that some wonderful things will unfold this year, " Hugo repeats on 
optimistic days. "Benjamin, I want to ask you a question. Do you know what life is?" he 
asked from his hospital bed. "I think that life is a sexually transmitted, incurable disease. 
Just thought I'd tell you that line. I thought it was a good joke. " He went on telling about 
coming to the city and his ins and outs within the SF Francisco model. 

The very first day I came to San Francisco was very funny. I came to San Francisco 
on December the 18th of 1990 because I had heard people with HIV are treated better in San 
Francisco. It was weird because I had stolen this one ticket from El Paso to San Francisco 
from my cousin. The only things I had with me were a carton of cigarettes, my coat, a little 
clothes that I had and three dollars. I didn't know what to do so I asked for directions for a 
Salvation Army. I stepped in San Francisco at one o'clock that day and I walked till about ten 
o'clock that night looking for a shelter. Finally, at ten o'clock I found a shelter. 

I stayed at that shelter for a couple of days. After two days in San Francisco I decided 
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to stop into the San Francisco AIDS Foundation to get information or to decide which way 
they could help me and luckily they moved me to another shelter. They secured me a bed for 
30 days at the AIDS Foundation Emergency Housing. I ended up staying for four months. 
By that time I had already became a volunteer. Then I moved to one of the Shanti Houses 
and I lived there for a year which was a bad experience because other people that were living 
there were drug addicts. I began using drugs cocaine. I said to myself, I have to move so I 
asked my Shanti House Coordinator to move me out of that house and he put me in another 
house and I stopped doing drugs. I moved out of that house and my life became my life 
again. 

Marcos Reyes On one level, HIV highlights specific characteristics of class, race and gender 
problems already existing in our culture. On another level, by confronting and experiencing 
the spectrum of HIV people find a great deal of what is common among our mutual 
humanities. Every PWA has a distinct experience with HIV. Interviewees, such as Hugo, 
Marcos, and Darnell, expressed hesitance when asked to comment on their ethnic group 's 
experiences around HIV. In some ways HIV enables our culture to transcend often strangling 
limitations of identity politics. It's an equal opportunity affliction. "All it wants is T-Cells; it 
wants them real bad, " Hugo added. 

The trip from the Mexico City of his youth through testing positive and moving to a 
country where Mexicans are assumed to be laborers did, however, provide its share of 
anguish for Marcos Reyes, a man with a university degree. The fact that he was also gay and 
positive didn't make things any easier. Reyes' story funcitons as a plea against reification 
taking on themes of gaze, abyss, conservation of culture through memory and resistance 
(Martin, 1989). 

It never occurred to me I was going to be up here in the States. For me, my idea was 
to go Europe and how did I end up here I swear I don't know. But one day I said, I have to do 
something in order to have the adventure that I was going for. I sold everything. I got rid of 
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everything and I said, "OK, I am ready for whatever," and L.A. was my destiny at that time. 
Why L.A.? I guess because I knew somebody there and it was close enough to see how it 
works. 

HIV wasn't in my plans. Like two weeks before I was planning on coming, my 
partner asked me get tested with him. I wasn't scared or concerned because from the little 
stuff that I knew, it was you have to be promiscuous, bla, bla bla and all that moral kind of 
stuff. 

This was one day before when I had to got my results, one day before I had my ticket. 
So it was like a combination of things. I was getting rid of everything and suddenly I got 
these results and it was like, Ah, oh no. (Breaths in and out deeply.) - limbo for a little while, 
disconnected. I couldn't understand emotionally, I heard they told me that my results were 
positive and suddenly I felt like I was trapped in a glass. You know when you have a blurry 
vision that you can't see very well. The results on my partner were negative so I couldn't 
understand that situation because we were monogomous. 

Then I call up at that time and I told him. He was the first person that I disclose my 
HIV status to after my diagnosis. So that is how it happened. No counseling, nothing, it was 
'87, Mexico City, they didn't know any better So I thought I was going to die for sure in two 
years or even less but when did I contract the virus? It has to be at least four years before this 
when I got my results. So according to my logic, it had to be like around '81 when I was 
infected. 

On one side, I thought that I was going to be killed in Mexico City. Being gay was 
not very socially accepted. Now, you're HIV positive, that's a fear that you have to face. So I 
was very scared. I had many plan to do something great out of my life. The other part was 
that I was always thinking that people was going to be able to look at my face and find out 
that I was HIV positive. It was all this deal about secrecy. You don't tell anyone. You keep 
this for yourself. 

The next day I took the bus, by the way, two days from Mexico City to L.A. And I 
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remember that trip because in some ways, it was like new chapter of my life. It was the very 
first time I was going away from the city by myself. I didn't know what I was going to do. I 
said I didn't know anyone. I didn't speak the language, you name it. 

That was a contradiction about being scared and thinking about death like a relief. I 
remember one scene coming up here on the bus. We were, I guess crossing Senora, the state. 
It was like one day in the desert and nothing else but dunes and dunes. It was a very empty 
place and that was like how I felt about my life in that moment. I didn't know exactly what I 
was. 

I always was able to do whatever I wanted in choosing my abilities as a person. Then 
suddenly with this, the very center of my abilities has been reduced. It's not that I was, oh 
well, I don't have money or have a job. Suddenly you feel like, "Oh there was nothing I can 
do, that's it." That was the worst part of it. At at that time we didn't know anything, no 
medicine, no anything. What should I do? 

The worst part is ignorance; ignorance from our part as HIV positive people and 
ignorance from the rest of the population. That has been a very emotional issue to fight. 
Later on I did begin to experience the stigma here. I wasn't sure how it, I mean, I'm still 
understanding the American society. It's very complicated. I've been here ten years and the 
more I live here, the more I see things that I don't like. Anyhow, the facts are that at that 
moment I didn't know anybody here in the city so it was like nobody knew anything. I was 
living with this family in L.A., a Hispanic, a Latino family. I had been in psychoanalysis in 
Mexico City and kept up with my therapist. Somehow one of the letters about my status got 
lost and the family that I was living with found it and asked me to go away from them. That 
was one of the first encounters I had with rejection. 

I guess sometimes we are trying to find different responses according to, "OK, you are 
Latino, you are supposed to have this reaction," or "You are white, you are supposed to have 
this reaction," but I don't think there is one reaction for a particular group. We fear, when I 
said, when I talk about my family being poor and Protestant, I kind of have an idea about 
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those characteristics but I have found people, very nice people in any community, in people 
that rejects me. It doesn't matter who they are. Go and figure. 

I was in Los Angeles two months. It was a tremendous cultural shock. I start 
working in this restaurant as a bus boy and I swear, that was an experience. You have to 
understand, I was coming from a different place. I used to go into work with my tie and my 
suit and my briefcase. I was a professional and then suddenly I was carrying a tray with the 
dishes (laughs). For a week, it was, "Boy, this is an adventure, a very different style," but 
after a week, I said, "Ah, I don't think so." 

That was a cultural shock and then I took the test again. So that was another thing 
because I didn't know where to go or how to use the services or where to go but I did it. To 
my surprise it came out positive again as well. I guess I'm positive, you know. At that time I 
was really trying to understand where I was going to go from that point. For a couple of years 
I traveled back and forth, back and forth between Mexico and here. Finally I decided I was 
going to stay here. One of the reasons is that the gay movement was stronger up here as well 
as the AIDS activities. There were more organizations around the subject. I thought, if I 
want to save my life, I had to do something. At that moment it was the only answer that I 
had, the only option that I kind of see in my future. So I decide to stay. 

I decided San Francisco for the change of life again, new adventures probably. My 
life was getting at that state, very flat. I had a good job, I was a manager at a pet supply store. 
It was a good job in some senses and a really bad one in some others. I mean, it gave me the 
opportunity to pay my bills, to go to school. I had always been a very high motivated person. 
I was doing many things at once. I was volunteering, I had a full time job, go to school so I 
was very busy. By that time we are talking about one year, a year ago I was too tired in my 
full time job and I guess my immune system wasn't working as well as before. I was getting 
all these physical complications out of stress and I was ready to try something new again. A 
friend of mine said to me he wanted to move up here and I said, "OK, lets go to San 
Francisco and see how it works." And I like it, it's a little city. I like that. I like the political 
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involvement that people have up here, it is motivating. It seems like you have a voice so I 
like that. 
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Chapter Twelve 

HIV, the Other, and the Question of the American Family. 
100% Americanism vs. "The Other" 

Historical Roots 

Historically white, capital-owning, Protestants have taken on the duty of preserving 
the republic by defining "the other" (Dalton, 1991) on the margins of American life. With an 
ambiguous sense of identity, these "100% Americans" define themselves by what they are 
not, "the other. " Through American history "the other" have been: 
-African-Americans, from slavery, the Civil War to the present 

- Organized labor, from the Haymarket Riot of 1886 to the present 

- Radicals, from the assassination of President McKinley in 1901 to the present 
-Communists after the Red Scare of 1918-20 through: McCarthyism (Healey, 1990), the 

Cold War, and Current disputes with China and Cuba. 

The German and Irish Immigrants of the 1820's: City Planners observed: "It's 
difficult to apply Christian benevolence to [these] ragged, uncouth, different, [UnChristian] 
and seemingly immoral newcomers, " (Trattner, 1994). Immigrants continued to be treated 
as in the 1820s through the Passage of Proposition 187 in California in 1994 and to the 
present day. 

HIV and "the Other" 

The spectrum of HIV highlights many of the previously- existing dimensions of class, 
race and gender biases existing in American culture (McKenzie, 1991 ). From the onset of 
the epidemic, HIV high-risk groups (gays, minority status women, intravenous drug users 
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(IDVU's) lived within margins categorized as less than 100% American, as "the other, " by 
the dominant culture (Healey, 1990). As late as 1995, Jesse Helms was still analyzing the 
problem by pointing out, "People get it by engaging in self-destructive, disgusting behavior" 
(Jacobs, 1995). Helms might as well have come out and called PWA 's diseased pariahs, if he 
hasn 't already. The attitude has trickled down to the masses. For those who think these 
attitudes don't have an influence, tell that to Pat and Fred Grimes, two PWA 's, whose 
mailman failed to deliver their mail for weeks because he was afraid of contracting the AIDS 
virus from their mail (AP Wire Service , 1995). Stories such as these abound. 

Neglect is perhaps the most profound form of abuse. In response to the epidemic, 
Reagan didn't utter the word AIDS in public until 1986, much less lead the country to take on 
the epidemic. By its silence the federal government delivers the message that people with 
AIDS as "the other" are expendable. Today, according to the CDC, AIDS is the number one 
cause of death for all men and women between 25 and 44, yet PWA 's are still considered "the 
other" (Weir, 1995). 

HIV and the American Family 

The role of the family within the AIDS pandemic cannot be underestimated. A central 
question of life with HIV concerns how one will die: alone or with a family? People follow 
several routes: some go home to die with their birth families or with members of an extended 
family; others depend on anonymous health-care workers in a hospital or hospice; and 
others die by themselves. Unfortunately, a huge number are rejected by their families 
because they have a disease that families, for reasons of ignorance and prejudice, perceive to 
be different from other diseases. Women have twice the burden, because they have not only 
their own lives to worry about, but those of their offspring. 

As anyone who has divided the belongings of a loved one knows, death brings out 
very strange things in the American family. Greed and shame appear in the most unexpected 
places and from the least expected family members. As anyone who has witnessed a Black 
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person, the historic American other, move into new urban or suburban neighborhoods 
knows, the relationship of "the other" to the dominant culture is often precarious. To 
understand the struggle of HIV high-risk groups is to begin to understand the dilemma of 
minority status in American culture. As already discussed, many PWA 's who had never 
considered themselves anything but members of the dominant culture, encountered rude 
awakenings once they tested positive. In one form or another, many met the cool isolation of 
the world of institutional, medical and personal discrimination when they tried to make their 
way through that world and their family relationships. Others did not. 

The following chapter examines the vexing question of the relationship of "the other" 
to the American family. How does "the other" fit into the American family? Will the 
American family accept or take in "the other?" Is the American family collectively engaging 
in a case of conditional love by rejecting/neglecting family members with HIV? 

Marija Mrdjenovic Major illness in the past has been described as "their problem." 
Syphilis, for example, was always seen as the "French disease" by the British, and the 
"British disease" by the French, because they hated each other. Other illnesses, such as the 
bubonic plague, were seen as condemnations by God, when in fact, they were just something 
as simple as having killed off too many cats who were keeping the rat populations under 
control (Shepard, 1995). 

John Cailleau Being gay, prior to the 70s, was an incredibly unpopular thing to be. The 
attachment of AIDS to a group of people who were incredibly unpopular to begin with, 
against whom there was plenty of overt and covert discrimination, added up to a mysterious, 
transmittable disease carried by this group of "horrible" people. You end up with that do- 
nothing situation that Randy Shilts wrote about for so many years. 

Richard Chavez I think we've lost a little bit in terms of what we want in this country. 
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This country has a consciousness and has a personality as a whole. It also has a shadow side 
to it which it raises every so often through the century as it grows older. The shadow 
decisions are coming closer and closer together as we mature as a civilization. We're letting 
that make our decisions for us. 

There's "us" and "them": always, "we're not them." "It's not us; it's the other ones..." 
That's part of it, part of the blackness... You know, gay, it's "them." It's "their" disease. We 
can't get it because it's something that they do, kind of thing. And it's an, "Oh well, they're 
not normal anyway. They've got an extra brain cell or something." Whatever the thinking is. 
That's where the dragging of the feet came in because of the unimportance of our lives, 
period. These differences which used to be why everybody wanted to be in this country. 
We're different and well, you know they do things and that's their disease. You can only get 
it from them. You can't get it from them because you're not gay. I think they forgot that the 
disease was a human thing and not a lifestyle thing. 

Chata He comments about the factors involved with why people with AIDS have been 
treated like they have during the first generation: Ignorance, hatred, stupidity, racism, 
sexism, classism, all of it. We always act on our fear, on our ugliness before we think and 
research and look. Instead of embracing our community, we shoot our community. We 
separate our community into those who will have and those who will have not on an 
economic level, on a cultural level, on a moral level, on a religious level all the way across 
the board. That's very ugly but just like the genocide of my own people (Native Americans), 
that was done out of fear, ignorance, racism, hatred. All the atrocities are all under the same 
crap. 

I don't understand all this anger that our "Gods" are telling us. You consistently hear 
this on the TV, "My God this, my God that." You look at the Middle East and the holy wars 
that go on because of their God. If that's the case then I don't understand their God and I 
don't want their God. Their God is not anything of the God that I know in hereof why my 
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God is, because my God embraces everybody unconditionally across the board no exceptions 
to the rule from the corporate big money millionaire to the crack junkie on the street... 

Robert Boulanget Robert's trials with the families of his lovers demonstrates how 
cultural failures impede discource. If Americans can't face death in the family, it's difficult 
to expect us to address disease and mortality on a national public policy level. His mother 
accepted me for what I was or so it seemed although we didn't agree politically. We always 
used to quarrel. She was one of those who was afraid of the Russians and I said the Russian 
people are nice people. They look like you and me and they are blond and brunettes. I saw 
the people and I didn't see the government. She says, "Well you move there if.." you know. 
She hadn't traveled very much. She wasn't comfortable with other people. We spent 
Mother's day, Easter, Thanksgiving and Christmas with her. Whenever I was there she always 
wanted to be alone with Phillip which is fine but I didn't understand it. At the end, she told 
me that whenever I answered the phone she didn't like that. She was calling for her son and 
she didn't expect me to answer the phone. When all this happened she started hating me and 
literally went crazy. It's all because of AIDS. This was all in the time of Rock Hudson dying. 

HIV, Sex, and the Family... 

Hugo Manzo Living with HIV has taught me to be kind, to be simple humble, not to be self 
centered - a lot of the things that, unfortunately, the American people have lost. I believe that 
the American people once were the greatest people in the world and somehow we've lost our 
way. I think American needs to look back at what once it was. Nonetheless, one of the good 
things with AIDS is we can still see some of that kindness that the American spirit has. 

I don't think my mother understands that. She's caught up on her religion. I think a 
lot of the Protestant religions in America, Christianity have harmed us. I had a bad 
experience with my family and because of religion. Christ died for all of us. Whether you're 
gay or straight, we're all sinners. Not because you're straight and I'm gay does that make me 
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more of a sinner. God does not see that. God sees only sin. 

Paul Greenbaum Coming out was a big issue, discussing it with my family. But I never 
sought anyone's approval or acceptance. Basically, I think my other sister, Dot, is 
uncomfortable with the whole issue of gay life, AIDS, and I might go as far as to say sex in 
general. But everyone defines, you know, the religious right uses the word homosexual, not 
gay. The "homosexual activist" and the "homosexual agenda" because the "sexual" is the 
thing that sticks in people's throats. Why am I any more sexual than my heterosexual niece? 
I don't refer to her as being heterosexual, although that's fine, but I don't emphasize the sexual 
issue when describing her. I just sleep with somebody different; sexuality is not all that I am. 
Everything that I do isn't with a sexual overtone any more than it is with your straight co- 
workers. In other words, anything that pertains to sex gets a lot of people upset. 

Hazel A short African-American woman, she wore a shorts, glasses and combat boots and 
explained to me how family dynamics have played a key role in her evolution and eventual 
decision to move to California. I didn't come here from until 1986. I was basically home 
with my family. I have step brothers, the youngest of nine children. So I was in an 
interesting spot, well protected, more than I wanted to be but then not in a lot of ways too. I 
was raised a Jehovah's Witness, was baptized when I was 13, and I was active in that until 
1981. 1 was born in 1960 in Hartford, Connecticut. My Dad was thrown out of the house at 
that time. He fooled around a lot, was an alcoholic. So it was just me and the boys and 
Mom. Mom got involved with that religion when I was three. When I was 211 decided I 
didn't want religion any more. In Hartford, I got a job in an insurance company - just what 
everyone wants. I got into a relationship with a woman there. Before that, I should say I 
(laughs) had boyfriends throughout my life. 

I was a victim of incest I want to say that throughout my life, various family members. 
OK, so that was kind of messed up but it didn't hit me hard until I got in my early twenties, 
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like 21 it really started to mess with me. That's why I say I wasn't getting the protection that I 
should have gotten as a little girl in that family. So Around that time it really started fucking 
with me, I said I gotta get away from here. The religion wasn't protecting me. Nothing was 
protecting me, God wasn't. So that's how I got in a relationship with a woman, a very abusive 
relationship. I was with her for a few years. 

(Laughs.) How I got to California is I was really heartbroken over this relationship. 
Infidelity got involved. It just broke my heart that she would do that. I thought, I gotta get 
away. I couldn't be there because of my family, because of my friends in the religion. When 
I left the church, I was thrown out, actually. Disfellowship is what they call it. So I wasn't 
able to associate with any of my past friends and my family either. I was really ostracized, so 
I decided that I wanted to get out of the state of Connecticut. I wanted to go somewhere far. 

Art He recalls the meeting with his father in '82 to both come out and to tell him about his 
new health status. Even though his father was British, the story still illustrates a painful 
American incapacity to face up to sex, even when the lives of American children are on the 
line. My mother was fine; she was fairly willing to discuss the important things that have to 
be discussed. My father on the other hand, he found out in the same day that not only was I 
not well but that I had been sleeping with men. He was in Chicago and we met in a hotel in 
New York. We talked for most of the afternoon and never once mentioned gay. We walked 
around it. It was this situation and what could happen and never addressed the sexuality issue 
at all. Nothing, and I actually got off on it. It took me a year to realize what a horrifying 
situation it was. He's British and you just don't talk about certain things. I didn't think it was 
appalling. Hah! (Chuckles.) Looking back now, I realize what a shutdown that time must 
have been to think that that was OK. 

Hugo Manzo I was having financial problems so I called home to ask for money, a one shot 
deal. After three months I received a check for $40 which was not even enough to cover the 
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phone bills from calling home. So I wrote my mother a letter and I told her that I felt like she 
would never accept me because of my homosexuality. She wrote back telling me that she 
could not understand how God would condone the homosexual lifestyle. I gave her the last 
seven years of letters and calls to know me and she has blown it. They didn't write me or call 
on Christmas. My family just doesn't get that I am going to die soon. A year ago, I could not 
even conceive of the thought of dying without my mother by my side but now I can face it. I 
can see that I will be OK. 

Family Dynamics with the Other... 

Cynora Jones I come from a business family. My baby sister is on Wall Street; she's pretty 
much accepted that I have this. Recently the minister of her church disclosed he's HIV 
positive. (Whispers.) She doesn't understand it. (Screams.) She understands it with me but 
she doesn't understand that her pastor has just come out! ! ! You see what I'm saying? "I can 
see how that might have happened to you," and she's got a masters. It's irrational thinking 
that goes along with this disease. "God got you." See, I could see that happening. "You 
knew you weren't supposed to do that. You're not gonna get away with that." The way I 
break through the stigma is more people like myself. More people like me need to come out 
and say, "I have it. Fuck you, if you don't like it." 

Nancy Lemoins I'm not so sure there's so much difference between women and men, old 
people and young people. I think people who are prone to that sort of stigma stuff just are. 
The only way that you can help people out of that stigma is be really out and to be really kind. 
It's that whole thing of, If you know me and you like me then how can you hate my disease? 
They can. (Laughs.) Trust me. I feel that from my brother. He's getting better but I think he 
really hates me for it. He was weird. I was going to visit and my brother was like, "I don't 
know. I don't know if she can come over. What about the kids?" And his wife was like, 
"You are such an asshole. She's your sister and it's not they're going to be sharing needles or 
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having sex, da, stupid." And I was really proud of her. She's this Midwestern person. He was 
very uncomfortable with me and I was like, how dare you hate me for having disease? 

Marija Mrdjenovic Although Marija did not have children, the problems she, like many 
people with HIV disease, encountered within family relationships became extraordinarily 
complex. As the diseasee years passed, Marija learned what sort of people would and could 
be family for her. Her story reflects how disease fits into a traditional American reflex to 
label those things that are unfamiliar as "the other. " 

Marija grew up in Independence, Missouri. Her family had fled 
from Yugoslavia, where she was born, because of pressure from Tito. That was the '50s; U.S. 
Government officials kept a close eye on them to make sure they were not perpetrating any 
sort of un-American activities, nothing subversive. After earning a degree in acting from 
Brandeis, Marija moved to San Francisco in 1979 to follow her calling. 

She has sandy blond hair, vivid eyes and a body losing strength. In her Bernal 
Heights home of wall-to-wall bookshelves and a vibrant garden, Maria reflected on a 
medical model that fails to acknowledge that women have entirely different immune systems, 
different bodies than men. Although she accredits her HIV status to a blood transfusion, 
Maria never branded herself an "innocent victim" as Kimberly Bergalis did in blaming her 
dentist for her status (see Hershey, 1990). This is her oral history: 

In August of '82 I went to a beach party out at Drake's Bay the people from the 
Renaissance Faire where I was working. After the party, my boss was driving and we had an 
accident. I had to be taken to the emergency room at Novato Community Hospital where I 
was given 2 units of packed red blood cells where I was probably infected . 

When I tested positively, I couldn't help but think back to that accident and the blood 
transfusion. Although there was a really good likelihood, my boyfriend was not infected. It 
was a shocker to me. I said to him, "I know that we have been seeing each other for a while, 
and I have no idea how much time I have but if you'd like to get married, I'd like to get 
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married." And so he said, "Yeah, sure, let's get married." We went back to New York and 
met his family. They all seemed very nice towards me and very friendly. I'd met with the 
reverend, and we didn't seem to have any problems with the marriage, no questions, no 
nothing. Afterwards we walked across the street to this park and that's where his sister told 
me that the wedding was off. He was sitting there but he didn't have the courage to tell me 
himself. I was obviously devastated but I was also very angry, and I swore to them at that 
time that I would survive this, just to prove them wrong. When we came back out here, he 
packed up all of his things and left for Los Angeles without really talking to me. I asked him 
to please not contact me again because it would be much easier for me to just have him gone 
like he has died or something. So I was then alone out here. 

His sister definitely had a problem with AIDS. I think that she was afraid that I was 
going to be too much trouble for him and I was using her little brother. She also was very 
devout and wanted to make sure his first marriage would be his last. I think that may have 
figured into the thing. Why marry this girl if she's just going to die? You know? 

For nine months, I was pretty much alone. I figured that I was just not going to meet 
anyone; I was just going to live as best I could. Then, in the fall of '88, 1 started doing a show 
again. It was a Christmas show at Dickens Faire here at Pier 45 1/2, same the Renaissance 
Faire folks. I was asked to do a comedy spoof of a Dickens family story. My son was a man 
named Mitch. For some reason he started to take an interest in me. I thought, "That's all very 
well and good, but nothing's going to come of it, and he's a very sweet, good-looking man. As 
soon as he knows about my health, that's going to be the end of it." We would talk and go for 
coffee and things like that. Finally one night it got very very romantic and I had to tell him. 
That was the hardest thing in the world that I've ever had to do-the hardest. Finally I got it 
out and he said, "Well, couldn't we use condoms?" (Laughs.) I realized, yes, yes we could. 
He moved in two months later. We married two years ago, on Valentine's Day. It was very 
charming. He's been with me, supporting me, and doing partners studies with me. He is why 
I am alive. I know there are a lot of people out there who don't get that kind of support; they, 
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generally speaking, get abandoned by their family and friends. 

At first my mother was so shocked, she said, "Yah, vhy did you ever go to San 
Francisco?" She's German, obviously. She was angry that I'd gone because maybe I wouldn't 
be infected if I'd stayed back in Missouri away from all the crazies in San Francisco. But once 
she began to realize exactly what was going on, that this was my health and I had to fight it, 
she became the best coach a person can have; she is always on the lookout for anything that 
might help. But then, during WW II she and her family were forced out of their home by the 
Russians, and she had to care for her mother, her father and her sister, all of whom died of 
different types of TB. She slept with them, and she never got it because she is that strong 
willed, I think. It's funny, I used to know all these actors and I never hear from them. But my 
friends who are gay have all stuck around me, have all helped me get fed when I couldn't get 
out on my own. If I didn't have them I don't know where I'd be. 

They Did Come Through for Me 

Darnell Davis Most of the black men in Oakland and in San Francisco that I know of won't 
go get medical attention. They're where I was when I first started out "Don't tell anybody." So 
when I found out I called my family up. They were the first people I told and they were 
great. It doesn't matter to them that I've chosen to live life as a homosexual and also as a gay 
black man dating a Caucasian man. Their attitude was If this is important to him, then it's 
important to us. That's the way it should be across the board, but there are so many people 
out there that don't get that. And you get that a lot in the black community. 

In terms of being black and gay in a black family, I find that the black woman is more 
compassionate in these areas then a lot of the black men. Basically, it's compassion and 
having a heart. I have brothers -in-laws, I have nephews-in-law and they treated me with the 
greatest of respect. That's the true black man, not the black man that you see running around 
on the street, gang banging and carrying on like mad people. These are immature children; 
and those are people like any other race who are going to be critical and hard and have harsh 
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words. Those are the ones you want to ignore. But my black people have treated me with 
respect and have come to my aid and have been there for me. I'll tell you, as a kid growing up 
I would have felt the opposite, cuz that's how we were raised. "That's a faggot." And then 
here I was, and I loved it, you know, the respect that I got. They would never ever bad mouth 
me; they would never say anything bad about me. Thats what the true black community's 
about: they care. When you get away from the nonsense and the stereotyping and the crap you 
see on TV. 

Phil Blazer I told my brother and a friend when they were here. We were kind of drunk 
after seeing, "Beach Blanket Babylon." They were great. When I told my mother she 
mentioned that she had an idea because of the way I had reacted while we were working on 
some insurance stuff. I started to talk to her about me being gay as the probable source and 
she said, "That's moot," and that she didn't care. I told her it was fortunate I was in this city; I 
have agencies set up to help. I think of people in rural areas who have nothing. After that she 
changed her attitude and started doing a lot within her community. 

During this time I was sick. It was also the holidays which I was not into, and I've 
always been big into the holidays. It was my birthday and she wanted to do something. She 
let it be known among her circle of friends and her church and kind of got a letter, card 
writing thing going. As result, I received between five and six hundred cards and letters 
coming from ten states over a period of a month. I even got one from Billy Graham. I had 
stacks and stacks of mail. Sunday school classes, people all over wrote me cards and letters. 

My father who is a Baptist preacher came out about my status at a Sunday school 
class he teaches. The reason he came out was there was that a person in the class who I 
compare to the Fred Phelps, the Kansas City Minister who came over here to protest. This 
guy really spoke out in a real negative sense which caused my father to be real defensive and 
to share what he and my family were going through. And it was very emotional. I didn't find 
this out until much later. He has since preached a very respected service on the church's 
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response to AIDS. My mother has gotten involved with the Montgomery AIDS Outreach.. 
AIDS in the Heartland.... 

Brad Sherbert Many families rose to the occasion when their children popped the 
news. Institutional access becomes the next question in the story of American attutudes 
toward the other. Brad, whose family was a strong support elaborates on what he saw when 
he went back to Arkansas to die with his family after testing positive in 1988. I went to a 
pre-testing site and they told me I'd have to wait a week for the results. God, even if you 
think you know, waiting a week for the results, that's like hell. The counselor who gave me 
the results, he's like, "God, you're acting more calm about this than most other people." And 
I'm like, "Oh, I told you before. This is just a formality. I knew," Then when I walked out the 
door I screamed, you know. 

I knew that I was already sick. And so I went back to Arkansas not expecting to live 
but six months 'cause that's what most people with AIDS were living at that time. I thought I 
was going to check out. I had to go see a counselor because I had a hard time dealing with 
my mortality. After six months without any anti-depressant medication, the shrink released 
me and said, "You're doing fine now. If you have any problems come back and see me, " but, 
you know, he said, "I'm not going to prescribe any medications because," he said, "anti- 
depressants we tend to give to people when there's no apparent reason for them to be 
depressed but there's a reason for you to be depressed." 

I stayed at my mother's house out in the country near Hope. A few months after I got 
there, I moved into an AIDS residence which was one house kind of like the Shanti Houses 
used to be. I had to move there because Little Rock was the only place that had doctors that 
would see me. If I had a medical emergency, I didn't want to have to go 120 miles. Between 
where my mother lived and Little Rock there was not a doctor or a hospital that would touch 
me. Even my own doctor that I grew up with said, "Look, I'm not afraid of HIV but if word 
got out none of my other patients would come around." He was probably right 'cause the 
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public was paranoid. Yea, if I would've been seeing him having HIV, all his patients 
would've went somewheres else. I know they would've, no question about it. 

But, yea I moved into the AIDS residence in Little Rock. The house was six 
bedrooms with one person per bedroom. The house was never filled. There was no waiting 
list. We had one HIV support group on Monday nights and we had the AIDS Foundation, 
which did literally nothing. There was a clinic at the University of Arkansas Hospital for 
people with HIV every Thursday morning. It was a trip. Everybody had an appointment at 
like nine o'clock. They put us all in these little cubicles and then they'd gather our files and 
all the doctors would go back there and discuss everything. Then they'd come back and talk 
to us. We'd stand in the doorways of the cubicles while we were waiting for the doctors to 
come out of their meetings and we'd talk and stuff to each other 'cause PWA's were the only 
people there. Back then, in '88, 1 met people coming out of the smallest towns to that one 
clinic 'cause that was the only place in the state. So the clinic was pretty busy. 

Arkansas Families and HIV... 

As far as families, I was lucky. I had a very supportive mother. But as far as most 
people's families, it's like, just forget it. You're laid up in the hospital, you got AIDS, you're 
gay or you're a drug user, you made your bed and you've got to lie in it. I knew people with 
families right there in Little Rock and they wouldn't even come half way across town to see 
their kids when they were dying 'cause they had AIDS. 

And once you were in the hospital it wasn't much better. They were feeding people 
off of throw-away dishes. All the other patients ate off of regular dishes. PWA's ate off of 
throw-away dishes. You were on the fourth floor at the University of Arkansas Hospital. 
You had a red sign on your door, right there in the open: "CAUTION: BODY AND BLOOD: 
CAUTION," "WARNING: BODY FLUID AND BLOOD PRECAUTIONS." 

Most people that I saw with AIDS, they'd lay up in the damn hospital. What's sad 
about it was my mother and two or three other mothers, that either had kids with AIDS or 
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had kids that died and wanted to do something, they would go up to this fourth floor and 
chatted with the nurses and built a rapport with them. The nurses would go down the hallway 
and talk to everybody that had HIV and ask them if they'd like a visitor. And all of them said 
yeah sure. These mothers would go and see these people and treat them just like they were 
their own kids, "if there's anything I can do for you, can I take you out for a walk," just 
anything that they could do for these people. They did it a couple of times a week. They 
formed a support group so they could talk about everything that they were seeing. And it was 
really quite neat. Well the Arkansas AIDS Foundation started bashing them so they quit 
doing it because they didn't like all the shit they were catching for doing it. The Foundation 
was openly calling them things like, "Tragedy Seekers." That was hard on these mothers. I'd 
see them visiting with somebody they didn't even know real well who was in the final stages 
of the disease and they'd be crying and stuff. It was hard on them and they kept going. It 
meant a lot. They haven't had a visitor in a couple of days. They may be laying there 
depressed. But when they see you walk in the door they'll maybe sit up, put their robe on and 
get a little life into them. You know, it's good for them. 

I did two interviews, one with the Arkansas Democrat and one with Channel Nine. 
They did like an hour-long documentary on me. They asked my mother, "How do you feel 
that your son came home with AIDS?" And she's like, "What do you mean? How do I feel?" 
She said, "You don't stop loving your kids just because they come home with AIDS. If you 
do, you never loved them in the first place." 

Families, Funerals, and Beat Up Black Leather Biker Jacket 

Peter Groubert Having taken an old friend into his home to die, Mr. Groubert was also 
faced with handling the funeral. He comments on the kind of family dynamics he 
encountered with a family which hadn't been there when Tim was dying but was more than 
ready to run the funeral. So, I was in charge. It was one hell of thing with his parents, who 
were born-again Christians. They used to call him on the phone and make him crawl out of 
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bed and get on his knees and pray. And he would sit there and shit on himself while he was 
kneeling and praying 'cause he had no control and crying, but he just couldn't say no to them. 
They came and visited once for about an hour - just wanted to look at him. They didn't care 
about him; they cared about his soul. 

After he died, I called them to tell them that he had passed away and that I would send 
them copies of his death certificate. They said, "Well, what do we do now?" I said, "Well 
you don't do anything." "What about his body?" And I said, "Well that's been taken care of." 
"Well how are we going to have a ceremony?" "Well you go ahead and you have a 
ceremony." She says, "Are you having a ceremony down there?" "Yes, but it's for friends and 
you're not invited" and I said, "you didn't help him while he was alive. Why are you 
interested in him now that he is dead?" They wanted to know what he had left. I said, 
"Nothing, for you. Everything else has been given away." He hadn't talked to them in many, 
many years. His father disowned him when he found out that he was gay and refused to talk 
to him up until that day. 

Brad Sherbert This jacket, I had been here for like a year and this belonged to one of 

the first friends that I had here. He got bronchial pneumonia and wasn't recovering. He was 
poor but his family were wealthy Mormons. And they gave him the full Mormon funeral. 
He said he wanted to be buried with this jacket but he said his family would never permit it. 
He told me to take the jacket before he died. 

Families are funny when somebody dies. I had a friend just a few months ago who 
died and him and his lover had just bought a computer together for like $2000.00. His 
mother took the computer like the day the guy died so his lover was like still in shock and 
couldn't stop her. They had each paid half. And what was most awful about this was that 
beside the computer was an ashtray the guy that died had made when he was like in 
kindergarten. The mother took the computer, didn't care nothing about the ashtray that her 
son had made. She knew it was there; she saw it and knew what it was; she wouldn't take 
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that. That's how families get; they really do; they get greedy; they really do. 
Robert Boulanget I hate that word, "family." I swear, I really do. 

Black Panters & Evolving Demographics - Cynora Jones 

As the epidemic raged through the city, those who never thought they were at risk 
found themselves testing positive. Cynora Jones, an African American woman, felt like life 
was finally all in place with her career and her family and then her husband got sick. 
Cynora didn't view herself as "the other. " She let it all hang out during our hour long 
interview, sometimes angry, sometimes crying. In a wavering tone modulating between 
excited and defeated, energetic and quiet, Cynora explained what the world looked like from 
the point of view of a black woman with HIV disease, as a person who has learned what it is 
like to be treated as a pariah. The story that needs to be told, I'm one of the stories. Let me 
tell you a little about myself. I'm 42 years old. I'm a native San Franciscan. I'm one of the 
hidden population, the housewife. I came up during the '60s, during the 70s. What kind of a 
background? I went from being a Jehovah's Witness to a Black Panther to an executive of a 
500 Corporation. I got married young. I was involved in a lot of things; I used drugs, was 
promiscuous, a lot of things. 

About 12 years ago I decided I was really going to turn around a lot of things in my 
life. I got hired for a consulting firm. (Laughs.) The firm decided to merge with their other 
group in Glendale, California. I moved to Glendale in 19 something for my career. I was 
responsible for about $300,000 a week of the company's money. Life was beautiful. 

In 1992, 1 was in a car accident in May and hurt myself pretty badly. And November 
of the same year my husband totaled out his car and he went to bed. About the same time I 
was getting up, he was going down. And things were happening to him that I just didn't 
understand. He was getting real moody, very mean, losing a lot of weight. We were arguing 
all the time and I didn't know why. I told him he needed to go to the doctor, "something's 
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wrong with you" and he would retort, "You need to go to the doctor." Anyway, it was really 
bad and getting worse. By the end of December I called his family. 

I called the paramedics to the house three times, and because he could say who he was 
and what day it was, they wouldn't take him. It wasn't until after my in-laws came back on a 
mission to kidnap him, brought him back up to San Francisco and he passed out in the 
bathroom, that was the only way that he was admitted to the hospital. I talked to him on the 
phone first. He told me the doctor had told him he had food poisoning. So I flew up and one 
doctor told me, "We are admitting him as an AIDS patient," and I blew my mind. I was 
where everybody in life usually wants to be. I had the house, the cars, everything and all of a 
sudden you're telling me my husband has AIDS? 

Scarred and Recategorized, Reclassified 

This was in January of '93 and he was admitted. I was there everyday. "You have 
AIDS," I tried to tell him. And at one point he says to me, "Why would you wish that upon 
me?" He was in total denial. He died in my arms February 22nd, 1993 and it wasn't because 
of the AIDS. I really do believe he died because everybody knew I was infected and the 
secret was out. I went back to Glendale in April. 

I went back to the same clinic he, we had tested. I really don't know what I was even 
testing for but I tested because he said I needed the test. I knew I had something, I didn't 
know what and the director could see I was so distraught. She said, "What's the matter?" I 
said, "Well Herbert's dead." She said, "What did he die from?" I said, "From AIDS." She 
said, Well, you didn't know." I wanted to kill that woman, right there, I wanted to kill her. 
(Tears begin.) You can say I was diagnosed 1993 in March. In April I was diagnosed with 
full blown AIDS. I've had a luxury of having HIV for a long long time. 

How it effected me, um, I lost my mind, OK? (Clears throat as tears pour) and I told 
the people I work for. I bring this up because I work for a very prominent company. I had 15 
people up under me I was responsible for and a great deal of money every week. But when I 
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told them that Herbert died from AIDS and I had it, I was demoted. I was like crazy then. I 
didn't even really understand what was going on. All my friends disappeared. My son he had 
gotten a girl pregnant. Her parents made her abort the child because of my diagnosis. So 
within a few months I lost my life, my husband, a $106,000 a year job and my grandchild 
behind this epidemic. I was really pissed. For four months I went into a depression where I 
talked to my husband, drank and cried in my little room. I didn't want to be here. I wanted to 
die. I was scared to death. I used to wake up to see if I was still breathing, OK?! ! 

I knew there was AIDS. I'd heard of AIDS, that it was a gay disease and definitely 
wasn't a black disease and it definitely wouldn't belong to me. I'm heterosexual and I'm 
having sex with one man, my husband, OK, my husband. Why would I protect myself from 
my him? And I grew up with doctors. So eventually I guess somehow, like I said, I knew I 
had something... Here it is a little over two years and I'm just now starting to accept because, 
you know, I look back at it now and I was just nuts. I wanted to not look at it. I didn't want 
to be here. 

The Other and the Institutional Question 

Brad Sherbert The main difference that I notice between here and living in Arkansas is I 
felt like a freak because everybody was paranoid but out here it's not big deal. 
Psychologically, it's a lot better to have AIDS out here than in Arkansas. It was like being 
treated like a leper. 

Even when I went to apply for my food stamps, they gave me a ten o'clock 
appointment. I showed up at ten o'clock. One o'clock in the afternoon, all the case workers 
had come back from lunch, I still hadn't seen anybody. They were takin' in people that had 
showed up after me with only a 10 or a 15 minute wait. If other people had been waiting 
there all day I would have just sat there and 'cause I figured they've got more work than they 
can handle. But I'm sitting here waiting all day because some jerkwad case worker doesn't 
want to see somebody with AIDS. I went up to the window and its like, "I had a ten o'clock 



185 



appointment." They gave me some kind of bullshit story what was taking so long. Finally I 
just hollered, "Look, God damn it, I've got AIDS. I'm sick. I don't have the fucking energy to 
sit here all day." When I said that, that office just cleared out. All the other clients went 
home and the case worker came out and said, "Well, I guess you're next." (Laughs.) Blatant 
discrimination, they knew that I was there to collect stamps because I had AIDS. And they 
didn't want to give it to me. 

I've seen a lot of that. People still are afraid of people with AIDS. There's still a lot 
of attitude about, "Well, You deserve just what you got." Theres a lot of that attiude. I'm 
sure it probably exists here just as it did in Arkansas. I'm hangin' around mostly the gay 
community here and they're pretty open to it but I bet it exists here too. 

Cynora Jones You've got to hear this story. OK, lets talk. (Smiles.) Six months after I was 
diagnosed, I went to work for a chiropractic doctor. And he told me about this tea that was 
designed for cancer patients but PWA's were taking it. He offerred me a book about it. I 
started to say no, but what the hell, it's herbal. I might as well take something. So I started 
getting it from a distributor. Every few months I'd run out. When I moved up here in January 
I ran out and I called my distributor and he disappeared out of the clear blue. So I looked in 
the book and there is this 800 number to a Dr. Gary Glun. I call and leave a message on his 
service. About the beginning of February I get a call back. 

I'm in the back of my house and the phone rings, I pick it up. It's Dr. Glun and I'm like 
really excited this guy is calling me back. "Dr. Glun, I'm so glad you called me. I've been 
taking this tea, bla, bla, bla, and I feel like it's really been helping me health wise. I need to 
find out where I can find the product. I'm an AIDS patient and I really need it." He says to 
me, (snaps) "I don't service AIDS patients. You're infectious. You're spreading the disease 
24 hours a day." I said, "Pardon me." He says, "Oh yea, I'm coming out with a new book 
called Full Disclosure on AIDS about how you're transferring this disease through the 
droplets of the air. As far as I'm concerned. All of you should segregate yourself from 
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society because I have no desire on keeping any of you alive any longer," and hung the 
phone. I'm sitting there in the back of my house. He brought me to where I hadn't been in 
two years. OK, I'm back at being contaminated, afraid to breathe on people, OK, in my head. 

My son comes home, my baby, he's 23. I said, "You won't believe what just 
happened. I just got this phone call," bla, bla, bla, bla, bla, bla. I'm in the back of my house 
and my son walks in the front of the house and the answering service light is going, blinking. 
He hits the answering service; he goes, "Mom, we got the whole thing on tape." That's why I 
knew it verbatim. I am currently engaged in a law suit, discrimination as well as malpractice. 
We're going for his license. We're going public. One of the stipulations that I want in the 
suit is that he open up a non-profit organization where he is to donate his time to community 
service for women with AIDS. The wonderful thing about it is he knew he was talking to an 
answering service. He doesn't have a leg to stand on. 

The Impact of HIV and Otherness on the Family 

I'm telling you. I would liken the people that were in my surroundings to like if a 
person's ever lived in a house with roaches. If you walk in a room that has roaches, they 
scatter. That's what happened to people that said they loved me, OK, just like roaches. But I 
found another community now which keeps me going and that's women with HIV and AIDS 
and fuck what people think. In my insanity I started hooking up with a support group in 
Pasadena. It really just dawns on me now but I was the only person like myself at that 
support group because everybody else at that support group was white and gay. And it just 
now dawns on me a year and a half later, "Hey wait a minute, there was something wrong 
with that picture, OK." But if it hadn't been for the man I'm with now, he literally kidnapped 
me out of Glendale, literally, I'd a died there. Yea, he packed me up literally. 

Nobody could understand what the fuck happened, what the fuck was going on. 
We're a happy family and all of a sudden my daughters got snatched out. She left, because, 
she, you know, "Dad's dying, Dad's dead, Mom's dying." In a matter of a few months our 
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kids on my son's football team stopped talking to him, OK? A lot of people get affected by 
this. Why "the Other?" Fear and ignorance and I'm better than! That happens to those people 
and not myself. I was one of them. It couldn't happen to me. Fear and ignorance. 

I'm pissed! How the hell are they going to tell me that they would tell me that this 
man's got gonorrhea or syphilis but if he's got a life threatening damn disease, they allowed 
him to kill me. If he'd had syphilis or gonorrhea, they could have contacted me but because 
of the fucking confidentiality law, they allowed my husband to kill me. If I was to go out and 
do the same damn thing knowing I have this disease and go out unprotected and have sex 
with someone and not tell them, I could go to jail. It's bad enough that he didn't have the 
courage to be able to tell me I understand now and I have a lot of feelings about that. I still 
love him. I miss him very much. I hate him a lot many times. I also understand that he 
carried this disease, this secret by himself. He was suffering. He was suffering. He would 
rather die than to deal with having AIDS. Do you see? He gave up. They told me when they 
admitted him, "He'll make it through this. This is his first bout. This is the first time he's 
ever got sick." He chose not to be here. He told me. I asked him. What do you want to do 
live or die? He said, "Die." I said, "I'll stay here until you do." He didn't want anyone. He 
was a proud black man. He was a Muslim. How can he face the fact that he had AIDS? And 
on top of that he was systematically giving it to me. I remember like in retrospect him saying 
shit like, "In three years you're going to hate me." And I was thinking to myself, "I hate you 
right now. What the fuck are you talking about?" 
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Chapter Thirteen 

HIV and the Mosaic of 
American Poverty 

HIV and the mosaic of American poverty walk hand in hand. The two are interwoven. 
HIV is basically an equal opportunity offender willing to overtake any system into which it 
gains access. The reason it enters one person as opposed to another, however, often has to 
do with social factors. To an extent, AIDS is spread through poverty. Those who 
discriminate against or neglect PWA 's, do so because of a poverty of information and 
compassion. Those who get sick because they didn 't know how to protect themselves do so 
because of a poverty of information (although early on there wasn't any.) Condoms protect 
against only sexual transmission; intravenous drug users (IDVU's), however, are a major 
HIV high risk group and require other methods of protection. Scarcities of education and 
needle exchanges are directly part of the problem of poverty in this country. Consequently, 
HIV disproportionately effects the underclass (Fullilove, 1993, Timmons,96). 

Poverties of hope or interest in taking care of one's self are linked to later HIV 
infection. Those who lack hope or self-worth fail to see themselves as worth protecting 
(Mc Adams, 1990) by avoiding high risk activities. HIV among minorities and women, as 
Hazel points out, is often linked with drug use or unsafe sex with drug users. The drugs 
impair jusgement about having safe sex (Hilts, 1996). Above all, HIV and poverty are linked 
because, as Cynora tells us, PWA 's are treated 
the way people living in poverty always have been, as the other. 

Cynora Jones I have a degenerative disease in my spine which is missing disks between 
my vertebras in three areas. So, coupled with my neuropathy, I'm in pain 24 hours a day. I 
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don't really know what's hurting me, OK? (Laughs.) It's just I hurt. One thing or another, it's 
all the same to me. I've been through a lot of physical therapy. I was referred to the pain 
management clinic at Mt. Zion Hospital in San Francisco. And I go in. They put me in a 
room, first of all, for a long time by myself. Then this man comes in and asks me to fill out 
this questionnaire, very clinical. Then I waited about another 30 minutes. A woman and a 
man come in and they overlook in the application about my pain and bla, bla, bla. The first 
question they ask me is, how did I get infected with AIDS? (tears, voice low, admitting) I'm 
crying. I know I am. Oh man, I'm so helpless 'cause I felt like shit. 

I have a drug history of 20 years ago. They wanted to categorize me as a woman with 
AIDS that was a dope fiend, OK. I was so hurt. I just started crying. They told me to try an 
anti-depressant so they gave me a prescription and I cried all the way out of the clinic and I 
couldn't fight for myself. I couldn't stand up there to say, "You mother fuckers, how dare 
you ask me? What does that have to do with my pain?" And I was kicking myself, "Why 
you let them do you like that?" I haven't been back. I had to deal with my pain in other ways. 
I did go back and tell their supervisor. "What do you want me to do about it?" he says. I 
don't know. I did do something else, I did get on KSOL and tell the fucking world about Mt. 
Zion. She wanted to take me and say (Affecting the tone of a witch), "Oh, I know, you're just 
a dirty old prostitute shooting drugs. That's why you're here. You just want more drugs." 

Hazel recalled a failure find the resources of self preservation to take care of herself 
though a downward spiral into homelessness. 

Hazel As far as AIDS went in Connecticut, I kept hearing that it effected 

homosexuals. I wanted to find some information around that because I was one, right? Then 
I thought, OK, lesbians were the safest category because we didn't screw men. I wasn't using 
so I wasn't going to get it through IV drugs. I didn't believe in blood transfusions so I was in 
a group that was of the elite, OK? (Laughs.) And I moved here to San Francisco and I started 
hearing the news that guys were dropping like flies here in this city but I still felt that I was 
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safe. 

I got here and I worked for youth hostel. Still, the AIDS thing just wasn't something 
that I thought about. When I started being sexually active I didn't practice safe-sex at all. I 
would drink, get drunk, pick up somebody. I still thought that lesbians were safe until I had 
an affair with this woman for the weekend, a really young girl like 19. 

I was working at this gay bar at the time. About a month or so later, she came into the 
bar and she had tears in her eyes, right. I was like, "What's wrong?" She says, "I need to talk 
to you." "What's up?" She goes, "Well, I have AIDS. You need to go get tested." "What do 
you mean you have AIDS? You're a lesbian." She goes, "Well, I used to shoot up drugs." I 
didn't want to get mad at her because she was already upset so I was glad she told me. But I 
was also pissed off that she didn't tell me that she was an IDVU. I was racing my head, OK, 
did we do anything unsafe? What is unsafe with a woman? I didn't know. 

I had an affair with this other woman from the bar so I told her. This girl had an 
affair with both of us. She told me I needed to get tested. I didn't even know where to go. I 
said, "OK, you go get tested." She said, "You too." I said, "OK, we will." We did a shot of 
something and said, "OK, we'll go tomorrow." I never would go. She went and got tested 
and told me she was negative. I said, "I have to be too," 'cause she was with her longer than I 
was with her. "OK, I'm safe," I thought. 

I got in another relationship after that. This time I was homeless by choice because I 
was sick of, really, my addiction and I wanted to do something different with my life. If I 
didn't have a job and I didn't have any money, I wouldn't buy any drugs. I was so naive. I 
didn't know anything about the world, that even being homeless and poor you can still have 
lots of sex and drugs. I didn't really look for it but I was around people that had it and they 
always gave it to me. This woman and I lived in a car down at China Basin. It was a big 
1960 something station wagon. We started using a lot. I'm getting into where I was infected, 
this was in 19—? '88 and she went home for Thanksgiving. 

Once she was gone I really started using a lot and I had an affair with this young guy; 
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he was like 18 or 19. I met him while I was out there hanging out. I just got hooked seeing 
him for that day so I said to him, "You're kind of attractive. We'll go have sex. (Slaps back 
of hand against the other palm for emphasis.) You have to use a condom." "I'm in the 
military," he responded. "We get tested all the time and you can't have HIV in the military. 
They'll throw you out." So I figure, 'Hey, he's in the military.' I was messed up. So he stayed 
with me that night. 

About two weeks later, I got really sick, flu, diarrhea. You know, I went to the 
doctors and the hospital. They never tested me for HIV. They looked in my lungs and this is 
what kind of pissed me off is the fact that they weren't testing women back then. If a man 
came in right away with those symptoms, they'd test him. This was '87, thousands had died. 
Anyway, they told me I had bronchitis and gave me antibiotics, big huge giant pink pills. So 
I took those and I still didn't think I was infected. You know, one thing this guy told me that 
he was bisexual but the only thing I heard was that he was in the military and that he could 
not be infected. I didn't hear the other stuff. 

Soon after, my girlfriend and I left San Francisco. I wanted to get away. This life 
was too crazy. I moved to Seattle. At the same time my tonsils got huge. My voice was 
changing and it was hard for me to swallow. I went to this clinic there and they said, "Your 
tonsils may be infected. That could be cancerous and this and that." He wanted to run some 
tests and including an HIV test. I looked at him, I was like, "You do?" He was like, "Yea, 
lets just do it." I said, "OK," and it came back positive. "I'm positive?" and I didn't believe 
him. 

A New Caseload 

Chata Seventy percent of my clientele are woman and children, African American woman 
and Latino Woman, Native American woman are dying faster than any population. They're 
mothers first; they're professionals first; they're caregivers first; they're childbearing first 
before they even go seek medical attention. You have cultural barriers; you have religious 
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barriers. And you continuously have the ignorance of the politicians and of this country, of 
not being able to teach people with such diversity on a responsible multicultural level about 
sex and HIV across the board and sex education. When, when is this shit going to happen? 
We can't give out condoms. We can't do this. 

Blacks, Latinos, Gays, IDVU's - 

A Very Specific Group within a Cycle of Poverty.... 

Per I think it has something to do with education on the downfall. There's a lot of people 
who just don't know better; they never got any education. And that's a sort of politics and 
money and who gets what, who lives in what neighborhood. And it's protecting people, 
national security. If you are going to get real cynical about AIDS, I would go as far as to say 
it's an advantage to certain people in our society because those suffering from it are IV drug 
users, prostitutes, Latins, blacks and gay people. If these people are going to die off that's 
going to satisfy a bunch of other people who don't see themselves in these categories. 

Richard Chavez This is a disease that is convenient to the society to stop population 
growth, to provide jobs for people. It's good for the economy. 

Cynora Jones My outlook on it, AIDS is a profitable disease. We've got people so stuck in 
dumbness and ignorance that they still think it's somebody else's disease. Like that idiot, 
what's his name last week, Jesse Helms, that fool talking about people that carry, "the 
despicable..." What the fuck is he talking about? We've got kids who are getting it through 
incest. What brilliant deduction do we have to come out with that? This is a moral issue! 
There's also a big money issue. There's also a thing such as genocide as it's growing more in 
particular populations: the undesirables, the blacks, the people that are addicted to shooting 
dope, black women. We're dispensable. We're the highest, fastest growing statistics 
anywhere. I truly believe that this government feels that the more people that die, the less 
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they have to contend with. 

And I see it. I see how the whole color of San Francisco has changed. So why not 
continue to let us die and not educate. I grew up in San Francisco. I look at the Fillmore 
Area that was a predominantly black. It is no longer. It is now condos, yuppies, OK? I see 
the progression. And if it's moving fast in our community as it is. We're dying. Our babies 
are now producing dying babies. We have, say for example in the Hunter's Point area in San 
Francisco, that is prime real estate. They're moving in. They're building. Our communities 
are just being wiped out. Why would the government want to help? 

Hazel I came out to this woman once that I was HIV positive and she said, "I'm not 
surprised 'cause you used drugs and you're black. You're already a high risk category." I 
used to feel that because I was a black woman, I would get treated different. Like the 
doctors who said they weren't even surprised. They were like, "Yea well, you're in a high risk 
category." I thought, what the hell does that mean to be a woman and be a high risk 
category? And that sucked. I took on the anger but I always took on the pain first. I felt like 
I was doomed to destruction just because I am a black woman and regardless of what I do, 
I'm never going to get ahead. I am susceptible to every disease in the book. 

I hate to say this but I know it's true. A lot of black women, I'm going to speak for 
women specifically out there who are infected, don't even know it. Some know it and don't 
care and they're having unsafe sex. I keep meeting women who are pregnant bringing 
infected babies into this world. I wish that a lot of black people wouldn't say that it's a white 
man's disease and that it's planted in the black communities, 'cause it's not. So I get angry at 
my own people when I hear them talk that way because it just keeps them back here. Instead 
of them saying, "I have it. I want to live and do what I can and help my children." They kind 
of ostracize themselves and say, "Them bastards infected me, fuck them. I'm going to live 
and I'm going to enjoy my life." What that means is "I'm not going to be safe. I'm not going 
to give a shit about anybody else." That's what's sad. 
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Cynora Jones How could a disease be so specific? - very easily. Number one, if you're 
dealing especially within the black community as I am, there's already so much denial; there's 
also a fear of being duped again. As a pre-health outreach worker, I heard people saying, 
"Oh, they're sending HIV into the condoms." There's a fear of government. And money 
continues to go for the education in the other areas are richer. That's all I see. And too bad if 
a small population that aren't targeted for this die off. Too bad if a couple of housewives get 
it. 

Out of the Bleak - Correlations between Incest and HIV 

Many people with HIV, men and women, have incest backgrounds. During my two 
years of work at an AIDS housing program, clients consistently referred to childhoods of 
incest, followed by drug addiction preceding HIV infection. There seems to be a relationship 
between factors around this early invasion of the self, attitudes of low self worth and later 
life high risk behaviors, self-destructive behaviors allowing HIV infection. Childhood 
trauma takes away hope or belief in the self in later life (Mc Adams, 1990; Bowlby, 1977; 
Elson, 1988; Zastro, 1994). The social work literature is slowly beginning to recognize the 
connection between HIV vulnerability among the adult survivor of childhood sexual abuse 
(Alders, 1993, Purnell, 1996). Hazel relates her child abuse experience and its relation to 
her present life: 

Hazel Total invasion I think that a lot of people who are HIV positive, those of us that have 
it who are young and if we were incest survivors, we started doing drugs the incest eventually 
takes over and you can't deal with it. If you don't get in recovery around that when you are 
young, when you're older it is going to hit you. It hit me hardest when I got oldest. I dealt 
with it when I was young and I survived it, whatever way I knew. But when I got older it 
really hit me and I started doing more drugs around it. And if I thought about it and I felt 
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worthless, I felt like I never was going to fit in anywhere, like I could never marry a man. I 
could never feel safe in sex with a man, ever. I tried and I didn't. I had sex with women 
much more but then I ended up getting infected by a man because I was using. 

I was staying in a bus. I was high and I didn't want to stay alone that night. If I was in 
my right head I would have insisted on getting condoms. A lot of gay men that are infected 
were heavy drug users and just didn't practice safe sex. And a lot of women that are infected 
in my recovery groups didn't practice safe sex, were incest survivors and used drugs heavily 
'cause they were affected. It's very few people that I run into that got HIV that never used 
drugs, that lived these little normal lives and were never incest, were never molested. Few 
that got it that way through the blood transfusions. The majority of us definitely had 
something taken away and just went towards that life, was lead in that direction, didn't know 
how to get in recovery around any of our issues. 

A lot of us that are in recovery now say, "I'm not in recovery because of my HIV 
status; I'm in HIV because my life was fucked up and I got sick of it. I got sick of feeling the 
pain." When I started feeling the pain of my child abuse, I always ran away. I didn't know 
how to deal with it so when it got powerful, when it really ate at me and I started feeling like 
I didn't fit in where I was at, I moved because that was the easiest way to deal, go somewhere 
else and start life all over again. Maybe it will be different. Maybe you will meet some 
different people. Maybe you will feel different about yourself. And I did for a little while. I 
liked the newness, but eventually it came down to those same feelings. When I came to San 
Francisco, I knew something had to change and the first thing I had to change was my 
addiction. 
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Chapter Fourteen 

"Opportunistic Affections ": 

Trials and Often Absurd Tribulations of Love in the Time of 
HIV Disease 

AZT slows people down, death scares people, makes them weary of getting involved 
again yet people with AIDS continue and seek out relationships. As Woody Allen revelled in 
awe as he entered a second marriage in "Hannah and Her Sisters: " "The heart is an 
incredibly resilient muscle. " Without saying, HIV brings out some strange dynamics within 
relationships. 

Chata Kurt stayed with me through all that. Kurt and I have been through thick and 

thin. He's still with me. Even doing this business, working as a case worker in AIDS work, I 
think what has been the most surprising thing for me and for a lot of other people, people 
always assume that just because you've been with somebody for 20 or 18 years or what-have- 
you that the disease is the same in your household and that's not true. You have two 
individuals who are infected. You have two individuals who need to make separate choices 
about their illness and sometimes those choices are not always pleasant. What you would 
like for someone to do is not necessarily what will happen. What you understand about the 
disease is for yourself and how it makes you feel is not how it makes everyone else feel. It's 
different with everybody. So being in a relationship where you have one individual who 
knows that he's HIV positive and who empowers himself through information and advocacy 
and so on and then you have another person who prefers to stay in denial, who prefers not to 
go out and get tested, who prefers not to hear about HIV and prefers to separate himself from 
those issues. And then boom, all of a sudden he ends up sick. He had full blown AIDS. 
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You've had ten years to deal with it. He's had a few hours. Whether you're talking about 
traditional families or whatever the scenario may be, there are many dynamics that happen as 
far as how individuals deal on a personal level with their own HIV, with their own medicine 
and their own emotions, everything, and what that looks like. Sometimes that's not pretty and 
sometimes that's not all what you wish. You wish there were other ways of looking at it. 
People need to make those choices for themselves. Nobody can make it for them. 

This has been the biggest hurdle as far as HIV for me in my personal life and what I 
am going through. I love Kurt deeply, absolutely deeply. We've been together for 20 years, 
here it is, he had full blown AIDS. He had KS internally and externally and I'm ready to lose 
him. The daily dying, The daily ups and downs of whether his urinary infection is going to 
clear up or whether the shingles are going to clear up or how you feel is very difficult. 
Physically, are you going to be able to get out of bed that week? Having to deal with that 
and being the practical and emotional support at home for the last couple of years has been 
the most difficult. It's also difficult because there's so much as individuals that you need to 
take care of: your physical, your emotional, your spiritual, your mental. And all four entities 
are part of the balance of who I am and what I do. Once one of those entities is out of whack, 
everything is out of whack. It's difficult during the time of having to tell your lover that you 
love him yet at the same time how much he's hurt you. And how he has hurt you on the 
emotional level as far as what is his stuff. 

Paul Greenbaum In terms of my romantic relationships, there's no question that HIV 
effects your or other people's desire for being involved with each other. Someone may not 
want to get involved with you because you're HIV positive and they, they themselves may be 
positive. More likely in that situation they'd be negative but they may not want to deal with 
loss. Who's going to die first? I have a boyfriend. He's HIV positive; he's an AIDS widow. 
His lover died about two to three years ago which is recent, very recent, and he's 29. 
Intimacy can be a problem, nevertheless. He's been through one loss; I've not been through a 



198 



lover but more roommates, friends, and acquaintances than I care to think about have died. 
It's hard to become friends with someone knowing that you may outlive them. But I've never 
let that deter me. I've decided just to hang in there and endure the loss. 

My last roommate was also positive. Towards the end, before he moved back home, 
it was most of the time that we spent together was going to and from the doctors. But I'm 
glad that I had the chance to help him. I'm not into Judgment Day or any of that, but when 
the time comes I would put that as a little feather in my cap, that I helped this guy. It's 
changed my relationships. I'd rather have five good friends than ten casual friends. I'm much 
more focused on melding good relationships and less concerned about the things that don't 
matter that much. It's certainly taken me away from some of the superficiality. 

Hugo Manzo I didn't tell you about what happened over the 

holidays did I? Well I was in Houston and I was staying in with an old friend. There had 
been this gorgeous dancer at one of the bars. He had these big big arms. On my last night in 
town I said to my friend that I really wanted to be able to see him before we left. So my 
friend and I drove over to the bar where he had been dancing and as we walked in the club, 
something strange, he was across the room and we locked eyes. He walked in my direction 
and I thought "Damn He's going to leave." I stayed right there so I could pinch his butt 
because that was what I wanted to do when I saw him. But he didn't walk by me when he 
saw. He walked straight up to me, picked me up and kissed me. 

I get a lot more attention in Texas than I do here. I had five guys wanting to buy me 
drinks one of those nights at the bars. I said, "I am here with my friend and am not going to 
be going home with any of you." The whole thing was very good for my ego. I can barely 
get a date when I am here. It is very difficult. Here, all anybody looks at is the face and the 
body. I have an ugly face and an ugly body so nobody looks at me. San Francisco is hard on 
people. Not many people do find anyone. People are selfish or scared. In San Francisco, 
people only look to people to help them. They only befriend people who can help them get 
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what they want. But I do understand the fear. I am scared to have sex. I do not want to get 
reinfected or to infect anyone else. 

I just don't think about men. Instead I just give Manuela (Hugo gestures at his right 
hand with a smile) a call every day. And we gay men always have the cruising park. It's 
better than the sex clubs and the locker rooms. It's free, why not? Plus it's cleaner. Those 
other 

places, the smell, I cannot stand it. It's like somebody died. 

Hazel I read an article in POZ magazine saying that there is an enzyme in saliva that, I 
don't know if it killed the HIV virus or something in it that made it safe to kiss and French 
and all that. I'm still not completely comfortable with kissing. I pull away a lot. I just know 
it's a body fluid. Until there is more information that we definitely know, I mean, it's in the 
low risk category but it's in the category. And I try to think about how she feels around it. 
She's negative and I feel, "Why do you want to be with me? I'm positive?" But I work 
around that. We're going to go do some counseling around that at Kairos, positive/negative 
couples stuff. I think about, "My God, what are you going to do? You should start looking 
for somebody to be with that you can be with for a long period of time. Why do you want 
this temporary thing with me?" So those are my issues around it and I know she has hers. 
We don't talk about it a lot but when I do mention it in serious conversations she says, "Yea, I 
do think about that." 

Gabrielle Martinez I think the hardest thing is just to gain back my own self esteem and 
also all the confidence for myself, to realize that I am OK. I am not better than anybody else; 
I am not worse than anybody else. Just to overcome the fear, I guess that's the hardest thing. 
And just feeling unworthy like I couldn't have any more relationships, I couldn't meet any 
more people; I couldn't let anybody into my life because they would get hurt because I would 
die. I didn't want my friends to suffer because I was going to die or to see me really sick. 
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Then suddenly I realized that that is a very personal answer or way to react. That is a 
decision that my friends will have to make when the moment comes. I cannot choose for 
them or they cannot choose and I cannot suffer the loss of pushing them away from me 
because I do love them and need them. That's a choice that they have to make when the time 
comes. I will have to respect that. I don't want them to feel bad about that. If they choose to 
go somewhere else or not to be with me, if they can't handle it, then it's better for them not to 
be with me. 

Art It's been very difficult, and sometimes it's OK and sometimes it's overwhelming. If I 
am in a place that's at all prone to depression, there it goes and it can really pull me away. I 
went through a series, a few years ago at the beginning of this thing, of people who would not 
involve themselves in a relationship with me because they were afraid I was going to die. 
Now they're all dead. I had a lot of sadness and rage about that for a while. It hasn't 
happened for over six years, but when it did, it was like one after another and "Oh no, this 
just scares me too much, blah, blah, blah..." And then they got sick and died. This was a few 
people, not just a handful, but a group. 

Sometimes one doesn't fall in love again. I just ended a relationship that was not at all 
healthy; but before that there hadn't been anything in a while and I don't know as there will be 
anything in the near future or ever. You know it can be a very treacherous kind of thing, how 
people deal with health issues and their motivation. I run across a lot of caretakers, drama 
queens. It's not an easy thing. I'm not saying it should be. I don't know how much of that is 
illness related and how much of that is just dealing with what I have had to deal with, my 
health and facing things that I really require other people to face as well or there's no 
relationship. I can't have a good time relationship with someone who can't meet me wherever 
it is that I am. 

"I'm gonna take care of you. You need me don't you?" (Sounding very prissy.) That 
kind of thing. That was part of my last relationship. I was this lover, AIDS patient, and we 
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talked about it a number of times and I said, "You know, this isn't going to work and I'm not 
going to play this drama." I said, "No, no, no, no, no, no." And he never got it. He needed 
that drama very badly. He was sending out resumes for jobs and on the top was an objective 
copping out on his own future and not fulfilling his own potential. "I am not looking for 
something to fulfill my career goals but to pay a few bills so I can spend time with my lover." 
He put this on his resume. What the hell would you do with that? What kind of story can 
you tell an employer from such dramatics? I really didn't end up caring to be part of the 
drama on that. 

It's common with relationships, among caregivers. At the hospice it wasn't the people 
who were dying who were a stress, it was the people who were coming to help them. They 
were getting their identity and their life from somebody else's suffering. A lot of people 
never look at why they are doing this. I am not copping to the things they are getting from 
senses of being needed and being loved and being wanted self-satisfaction and ego things, 
drama and avoidance of their own personal issues, of their own pain and growth. "Oh no, he's 
dying. Look what I can do for him. You need me don't you?" "No, I don't. Maybe I need 
you to be you. That would be great." You can use everything for your own personal good, 
but don't call it something else. Don't go into martyrhood or into self -pitying about it. 
You've got some stuff going too. Honestly, you should have some sort of an idea of what it 
is. 

Chapter Fifteen 

Days and Lives within the San Francisco 
Model... 

ACT-UP was by no means the only form of activism to take on the epidemic during 
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the '80s. Many organizations such as Cleve's KS (later dubbed AIDS) Foundation, Project 
Inform, Project Open Hand and Shanti Project were created by people gathering together in 
response to the epidemic. This network of grass roots groups has been dubbed "the San 
Francisco Model," (Fernandez, 1991). In 1990, resources allocated for the Ryan White 
Care Act were provided create service systems across the country based on this model (Hilts, 
1990). The following is a look at the issues, in's, out's and world views ofPWA's both 
involved as clients receiving services from and volunteering with these organizations. 

Chata In '85, 1 just told Kurt, "I want to sell the businesses and I want to get out of Texas 
'cause I want to know what the hell is going to happen to me." The only news that was 
coming out was coming out of San Francisco. You were hearing about people consistently 
hitting the streets and protesting. You heard these horror stories on TV as far as, "Oh, fags in 
San Francisco and what they were making." I wanted to come to San Francisco because I 
wanted to find out more about HIV but yet, at the same time, deep in our guts we both knew 
also that politically San Francisco was the place to be. 

Intellectual Activism - The World of Project Inform... 

Paul Greenbaum The AIDS diagnosis was a real kick in the pants, that lead me into the 
treatment movement. Then I realized more than ever that I was part of a despised minority. I 
got started on the AIDS Foundation Hotline which was OK. I ended talking to what they call 
"the worried well." It wasn't the audience I wanted to reach. But I did make some contacts 
and learned more about Project Inform and ACT-UP and those types of organizations and 
gradually gravitated over the next year. There was a man who was a long-term AIDS 
survivor, which in 1987 was no mean feat, and he made a series of four or five like seven- 
hour workshops on how to successfully have AIDS and live with it. He wrote the first book 
that I read on the subject, Living with AIDS. It was definitive at the time. He was a link to 
the treatment underground. 
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No matter how much of an activist I am, I have always been an intellectual activist. 
My activism has been with stuff such as Project Inform, which actually is being quite a bit of 
an activist compared to organizations which are mostly into providing services such as Open 
Hand. I don't criticize them. That's a form of activism, but it's not as focused politically like 
being with Project Inform or ACT- UP. There you're not just helping people, you're saying, 
"The price of this drug is too high or the access is too restricted." I may not have participated 
in negotiating with pharmaceutical companies or picketing, but working on the hotline has 
been more my way and it's also forced me to keep up on this volume of reading. I don't know 
if you noticed all these notebooks on my desk. There are all these different newsletters. That 
brown box over there is full of stuff that I had to create manila folders for, because everything 
I have had, a file for AZT, DDI. That's been my involvement. 

Jay Segal The new reality is ongoing from Project Inform who I consider part of the cutting 
edge. We know the next set of questions to be asked. We know where things are going. 
And there are some really cool "Gods" as I call them there in terms of writing and research. 
There was Jesse Dobson. He made people who wouldn't normally talk about this sit down 
for two days and say, "Thank you, we want to do more of this. We really accomplished a lot." 
It started some trials and beginning of genetic engineering; it got some people together. They 
aren't doctors. They aren't people who have money behind them. These are scientists talking 
together and they want to share. These are people from Africa, people from Australia, people 
from Europe, the top in the world, Jonas Salk, Gallo, Monseniur, the people with the names 
and the history. Then we had the ACT-UP kings and queens from the world. We had the 
activists, although Project Inform is actually considered an activist organization. We had 
everybody there in a think tank. 

They were given two questions, one per day. In your hands, you have a cure for AIDS. 
What do you do with it? I want to hear a plan, every single detail from step one to the finish. 
And how are you going to do it? How are you going to jump over Congress? How are you 
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going to jump over society and its hatred of this disease? How are you going to jump over 
that fact that people aren't going to want to get a shot of AIDS vaccine because they are going 
to be afraid they catch AIDS? They brainstormed and came up with some really neat answers. 
There have been two immune restorations think tanks; the third one is in planning. Jesse 
Dobson who organized this had no T-Cells, no immune system left. 

Tales From the Emergency Fund; In and Outs of the Madness.... 
Dan Vojir I've been with the AIDS Emergency Fund for almost four and a half years. 
When I wanted to do some volunteer work, one of my criteria was I work for an organization 
that's not so big that the proceeds just go to organizational work. Then only 30 or 40% go 
back to the clients. AIDS Emergency Fund was all volunteers, and still is to a degree because 
we have like three paid staff people. But almost 90% of the dollars still go to the services, 
still go directly to the clients. We pay their bills. We pay their hospital, whatever... 

I went to the office and they needed it at the time and I started doing client intake. 
You could go pick up penny jars around the city or sponsor a beer bust, but client intake was 
a hell of a lot different. You see those people. I was trying to do it two afternoons a week 
and I started burning out. When I went in I was hoping that maybe they would have 
something for me to do on the computers in the back. I would see this look on the manager's 
face like, "Guess what? You're the only one that came in this afternoon." I had this weird 
karma. You could ask the former manager, Chris. He said, "We could have the quietest 
afternoon, no one comes in or very few, it's nice. Dan comes in and all hell breaks loose; the 
weirdest cases in the world seem to gravitate to you." He says, "I don't know why, but with 
you it is just absolutely awful." It's true, I would get all these bizarre cases. 

I got a case once where I answered the phone and hear: "You gotta help me. The guys 
outside my house trying to disconnect my PG&E." And it was cold. "I've just come back 
from the hospice." I said, "Well did you apply to have us pay it because maybe they just 
haven't gotten a check yet?" "No." Oh God. He was a client, thankfully, but he hadn't applied 
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to have the bill paid. There was the money in the account to pay the bill. He just hadn't told 
us to pay it. I said, "Wait just a minute, OK?" I asked the client I was with to wait a few of 
minutes. A couple of frantic calls, one fax and it was over within 20 minutes. The dispatcher 
was called and told to get off of his front lawn. It was getting paid. What a close call though, 
because once he did get disconnected, he wouldn't have had enough money to get it 
reconnected. 

I have been at the desk when we had both a mother and a son diagnosed. I had one 14 
month old kid who made a real impression on me. He was just beginning to walk and he had 
full blown AIDS; his mother had full blown AIDS also. That's hard, that's difficult. I saw 
one kid who was two years old and already had two bouts of pancreatitis. The kid did not 
smile, even when he was feeling good. This is true. His mother was positive and knew she 
had AIDS when she conceived but had the child anyway. She just wanted the kid. She was 
very selfish and, of course, she died right after he was born. Just a total selfish act. This little 
kid, for the first two years of his life had to suffer for it 'cause the mother wanted the child. I 
don't know if he's still living. 

Every week, it's my reality check. I'm on the board of directors now but I still try to 
do client intake whenever I can. Everybody should have something where they know 
somebody else is a hell of a lot worse off than they are. We used to have one guy where we 
had paid his rent. Every month he came in with a box of donuts on the anniversary of the 
rent check because he said, "If it weren't for you guys I wouldn't have my apartment." It's all 
he could afford but every month he would come in with a box of donuts. 

Hugo Manzo Volunteering was a beautiful experience. If I had to do this again, I would 
do the same thing 'cause I learned so much about the disease. It actually was helping me to 
understand myself more and to accept myself more. It gave me a lot of, not power but 
empowerment to keep on living. It has been my medicine for actually being alive after being 
HIV positive for such a long time without taking medications. 
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When I was volunteering I lost 150 clients. They were friends; I don't see them as 
clients. After losing so many friends, I had to step back because I was harming myself. I was 
not getting the support to continue. I would just go by their houses and give them emotional 
support or if they were too sick to do anything, I would help them clean their house, cook for 
them or just accompany them to the hospital for appointments. Most of the time I was 
helpful as a translator. 

One client, Jose Louis, La Coca-Cola, was a very special relationship. I knew him for 
two years. He was a stubborn person. He used to call me a frustrated philosopher and 
sometimes he kicked me out of his house because I would not agree with him on things. I 
would suggest to him not to take medicines that would harm his body or not agree with things 
that he will say. I will argue especially when it comes to spirituality. He was a recovered 
alcoholic for ten years and he was very rooted into his system of being free from drugs from 
AA. I think that AA gave him life again, but at the same time it made him a very selfish 
person. For me it was an issue of showing him the thing was not about being self centered. 
It was about giving. Fifteen days before he died I threw a birthday party for him and that was 
my victory. He finally gave in and told me that I was... (Hugo's eyes well up; he rubs them 
and pauses.) I can't believe this is going to make me cry after two years. He told me I was 
one of the best persons he had ever met his whole life, a person that really gives himself to 
his friends and he thanked me for never stopping going to his house after he kicked me out of 
his house for so many times. 

You know, it's sad to lose so many friends. I try not to remember any more. It's too 
sad for me. This epidemic has gone too far. There's a lot of pain and there has already been a 
lot of suffering. I try not to think about it. And when I do I try to laugh about it, big jokes. 
Being sarcastic sometimes helps you in dealing with your own disease. 

Chata At first during my career change, I was just looking for an administrative supportive 
type position and then I thought, I'd really like to do AIDS work. I had been volunteering for 
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Project Open Hand so I knew what volunteerism looked like. So I decided to apply at Shanti 
Project and I got a position. AIDS work, there is so much it teaches you about people, as 
well as being in Shanti Project where we train people to go in and give practical and 
emotional support. We give them the tools in order to be able to do this work. We also do 
workshops as far as dealing with the grief, the death and the dying, what that looks like. 

Richard Chavez As the Shanti activities director giving away tickets to events throughout 
the city: Some days, it feels like I am Santa Claus to give people a change to get away, get 
out and see a show. 

Strength in Numbers... ? 

Phil Blazer Just before my first illness, I wanted to make sure that I had everything taken 
care of so that when I'm sick and really need something the bank would come over with food, 
Project Open Hand. I had such a great group of friends as far as bringing meals. They all had 
a day and all knew to call to check on me. I said, "Don't go to any trouble, save your 
leftovers." I love to eat, I'd eat anything. I really didn't have to utilize a lot of the community 
services I was signed up for. They were there, "We just wanted to make sure." That was 
great. 

It's safety in numbers. Whenever I have gone to a support group, to a seminar, or to a 
presentation I always feel better about the sence of me not being the only one than I have 
from the information from the meeting. Say they were talking about wasting syndrome. The 
fact that I went and talked, can see others there, and talk to them and feel I'm not alone. I get 
such a good reinforced positive feeling. I've felt that from the start, so I try to involve as 
many other people as I can. 

Jay Segal Actually, it's probably more learning from other people; it is a sharing the 
knowledge type thing, what works, what doesn't work. 
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Hazel She compares and contrasts the resources she used in New 
Jersey vs. those in San Francisco. It started getting really hard being in the closet, really 
emotionally draining. Every time I would go to the clinic, I would have a different doctor. It 
was all these interns and half the time they didn't even read my file. They didn't even know I 
was infected. So I got really turned off by the clinic. They wanted to put me on AZT, they 
thought I was foolish that I didn't want to go on it. I told them about my side effects, I don't 
want to do it. I was always trying to find a good doctor that I could feel safe with. I could 
never find it. So I knew I needed to get out of New Jersey. Nobody ever talked about AIDS 
and if they did, it was always negative. It was a small town. It was just not the place to be if 
you're infected. So I left. 

Changing Demographics 

Phil Blazer It's always been kind of a gay disease for me and when I talk with a child or a 
women, I have a different feeling, I get real emotional. I just met a girl recently at Shanti. 
She came in when I was starting my day of volunteering. I was like, "I want to go out with 
you, lets go to a show together, I just wanted to know this person." I felt so sorry for her, 
more than I feel for gay men. Children/women dealing with this really effects me. I don't 
know why. Maybe because the gay community here has really done a great job of taking care 
of its own. 

Hazel I had a feeling that San Francisco was the place to be because I felt like they were 
probably doing a lot of research here and they must be really up on this disease by now. So I 
came here on New Years Eve, '94. In January, I went to Lyon Martin's clinic, got a low T- 
cell count. I started reading everything I could get my hands on. I have this particular book 
that I got attached to Kaiser's (1993), Immune Power, and started following all the advice 
about writing letters to your disease, just communicating with it. I started therapy, got myself 
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involved with this vitamin program, started acupuncture and Chinese herbs. I go to support 
groups, that's the most important thing. 

At first I didn't look for women's groups. I didn't think they existed for some reason. 
You know, I thought I was the only one. When I went to recovery groups for people with 
HIV, it was men. I thought this was safe for me because I don't have any issues with gay 
men. We all have something in common, disease. But the stuff they talked about was not 
relating to me. They were mostly gay men, 90% of them were gay men. And this is not for 
me here either. So Lyon Martin started this group for women and I started going to that. 
Then I started finding women's recovery groups and I was just so excited. I do that twice a 
week. I started to hear how many women in recovery were also HIV. 

Political Hurdles Greater.... 

Marus Reyes The issues of people in the support groups, "Lets talk about treatments, 
insurance policies," they were my issues too, but not my priority. For me, the political aspect 
of AIDS was more important. I felt myself just sitting there. That wasn't my space because 
they didn't address a very important issue, immigration. Once you are positive, you don't 
have the opportunity to move around. When they talk about being illegal, they kind of define 
you as a criminal right there. That was very important for me at that point. I have to be able 
to tell people that that's not so. This is the main aspect of the whole thing for me now. I'm 
not concerned if we have AZT or if we don't have AZT. I never use it anyhow. Well I did 
but it doesn't work. My interest is just different. 

In the End 

Phil Blazer It's a crisis amongst us. I don't want to say my people, like the gay people have 
the exclusive right on this disease, but my neighbors, my co-workers, my family here. It's 
affected us. You have to; I just cannot see not getting involved. The second most single 
form 
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of support other than my family has been the community out here. 



Chapter Sixteen 
WORLD.... 

In 1990 Rebecca Denison went with a friend to get HIV tests back. She turned out to 
be the one whotested positive. When her husband tested negative, she called a boyfriend of 
six years prior. He was already dead. She searched for support mechanisms. Groups for 
men abounded; only one support group, served woman with AIDS. She did not qualify 
because she had HIV, not AIDS. In responce, Denisen,with help from ACT -UP, set up 
WORLD: Women Organized to Respond to Life Threatenning Diseases. She started a 
newsletter which has found huge popularity. WORLD now puts on retreats, offers classes 
on women and HIV, and most importantly provides a network for those with a disease which 
has become the third largest killer of women, aged 25-40, in the country (Hilts, 1996). 
WORLD is reflective of a women's response to radically shifting demographics of HIV 
disease (Denison, 1995). The following are stories of women involved in and around 
WORLD. 

Although the CDC statistics are clear; AIDS is the leading cause of death for all 
Americans aged 25-44 (Weir, 1995), the world still views HIV as a gay male disease. This is 
partly because the speed with which the face of AIDS evolves, eluding easy categorization. 
Although the first face of HIV was among gay white men, the epidemic is having a 
disproportionate effect on the Black and Latin Populations (Fullilove, 1993, McDaniel & 
London, 1995) and women (Shaw, 1993). Women suffered large increases in 1994 , the most 
recent year in which such statistics are available. There was a 30 percent increase in AIDS 
deaths among white women, a 28 percent increase among black women. AIDS caused one in 
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five deaths of black women age 25 to 44 (Hilts, 1996). 

The problems women endure, with AIDS, as with the case of many situations for 
women in our culture, remain buried in the closet where the dominant culture does not hear 
them. I had a great deal of trouble finding HIV positive women willing to speak publicly. A 
portion of this problem stems from the stigma still surrounding the disease. One HIV 
positive woman explained that she felt women are still labeled as stupid for becoming 
positive. It looks like they did not care about using condoms or shared needles. Another 
woman explained that when she disclosed her HIV status to her boyfriend, he called her a 
pariah. 

Women are seen but not heard, the old expression goes. As far as HIV is concerned 
this old truth has grave consequences. "Women don 't get AIDS, they just die, " the sign 
proclaims. Research on HIV's effects on woman have lagged way behind the research for 
men. Of HIV related recognizeed opportunistic infections, most are based on research on 
men. Many symptoms, such as gynecological problems, women have endured are still not 
recognized as HIV -related symptoms. If infections are recognized as HIV -related, the 
correct diagnosis and appropriate treatment are delayed. "Women die faster, " another sign 
proclaims. 

Through the '80s more and more men became public about their status and formed a 
support network for men with HIV. Men with HIV in San Francisco were in good company. 
Until WORLD was formed, no such network existed for women. Perhaps the most important 
aspect of WORLD involves the HIV woman 's network it has established, in which women are 
finding a feminine solidarity with which to continue and even thrive instead of having HIV 
completely take over their lives. Through this strength in numbers women are tap into the 
well of their feminine resourcefulness, their power. Thanks to WORLD, hopefully no women 
in Northern California ever has to face this alone again. 

The following women told me their stories and how they became involved with 
WORLD. They shared insight into how HIV disease highlights previously existing elements 
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of sexism, racism and, classism within our society. Interviewees concluded with a discussion 
about the visibility of women with HIV and how best to continue their lives. 

Yvonne Knuckes Yvonne met me at WORLD in Oakland. WORLD Banners hang 
everywhere. Rebecca Denisen greeted us. Yvonne, a dark skinned African-American women, 
sat down, her brown braided hair pulled back, wearing earrings, a blue jacket, black jeans 
and a button up black shirt. In a calm cadence, using eye contact, this 57 year old women 
shared tales of a years in prison with HIV, transformations, and of the ways people benefit by 
coming out and telling their stories. 

I'm from West Oakland. I was born in Arkansas but I came here when I was three and 
I'm known as Bunny. I had kids when I was 17. And I'm HIV positive. I've known since '89. 
I was an IV drug user, used for like 32 years and I've been to prison three or four times. 

This one particular time I got out of jail in '84 or something, my sister came and told 
me I needed to take an AIDS test. I knew nothing about AIDS. I'd heard AIDS but, "Oh well 
I don't need to know about that. She's a liar." I didn't want to believe that I could catch it 
'cause I had been using it all these years. I went on and I went back to prison and I came back 
again in '89. I was on parole. I had messed around and got hooked on heroin again. My 
parole officer called me so I had to tell her. This way she put me on methadone that was 
when I tested. 

I kept coming back and I found out nearly a month later. I said, "I've been walking 
around with this card." He took it and tasked me is I would I mind going in another room. 
The nurse was sitting there. She would talk to me. I hadn't thought 'cause I'm in a hurry, I 
want my methadone so I can get out of there. When I went in there to sit down, this lady 
looked up to me, "Oh, you know, you tested positive. You have AIDS." And when she said I 
had AIDS, I said, "Bitch, you're lying." I said, "You got to be crazy." You know, I just went 
off. 
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I break out of her office, right. Now I'm just thinking, I'm fixing to die and I knew I 
was going to die because this was all I knew. AIDS to me meant that you are going to die. It 
means you didn't have but a few days to live. I go upstairs and break into my counselor's 
office. I'm stammering, screaming. People are wondering what's wrong with me. I can't 
really say it, right? She has a client right in there with her so she left. I told her I needed to 
talk, now and I told her, "I got AIDS." She says, "What?" I was lost. This lady told me, 
"Well what I could do is up your methadone. Give you a larger dose." I could get that 
anyway." At that moment I needed someone to tell me I wasn't going to die. This guy 
that I arrive with, he's my good friend. He would give me a ride every morning to get my 
methadone. When I come out and I'm crying and I started walking away from the car. He 
says, "What's wrong with you?" I'm screaming, crying and I can't tell him. If I go ahead and 
if I tell him that I have AIDS does he not want me to get back into his car? I'm going to have 
to catch the bus. I'm just through with life. It's over for me. I said, "Man, I got AIDS. I'm 
fixin' to die." He said, "What are you going to do?" He grabbed me and hugged me. I was 
an IV drug user and had shared many needles of many people. I called my sister and she said, 
"You're positive, right?" "Yea." 

It was like a fear. How many people did I did I give it to? I had a little baby boy born, 
a crack baby. That's why I didn't want to just come out and say, "I'm HIV. I have AIDS." 
All this stuff going through my mind, I didn't stop using; I started using more. I smoked 
crack; I drank all day. As much as I could get I would use. And I started pulling away, doing 
everything by myself. I was dealing drugs. I told them things like, "Well, they say I have 
AIDS so you guys can't use my outfit anymore." I didn't know about bleach or non or that 
stuff. I'm being truthful. I knew some people that came by and said, "John got AIDS. This 
other person got AIDS." Oh well it's not going to bother me. 

Nancy, another woman who accesses WORLD, told me about the dynamics of her life 
and history from 1950's St. Louis to the '1970's West Coast counter-culture through drugs 
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and the '90s. Nancy and Yvonne couldn 't be more different but the stories they recall yield 
light on untold or understood woman 's lives. They both recalled their years within the 
undergound. These stories reveal paths through the life course we seldom think of as we 
pass them by. We see their earlier lives unfold, as AIDS crosses the paths of their lives, until 
eventually they both seek out WORLD. Nancy recalled her childhood and Seatle '74. 
Nancy Lemoins I'm from one of those tricky backgrounds that looks really good on paper 
but it's kind of fucked up in reality. I actually started being insane when I was about 13. 
When I was 7th grade I did LSD every day for six months. (Laughs.) My brother and I used 
to set our alarms for like six o'clock in the morning and wake up, take a hit of acid and go 
back to sleep and wake up just tripping. My parents were kind of freaked out. They 
proceeded to go nuts and I ran away a lot. 

I fell in love with this woman when we were like 16. I think about that, we were 
totally out; we used to sit in the lounge at school and like hold hands and stuff. I don't know 
what we were thinking. I guess it just never occurred to us that we shouldn't. We graduated 
from high school a year early in '73 and moved together to the University of Washington. 
And I discovered there were all these other women. It was just a really amazing thing for me. 
I just felt like it was my job to sleep with every one, (Laughs) men, women, you know, boys, 
girls, cats. 

I was like such a lesbian separatist at the time, not a separatist but I really didn't hang 
out with men much. The women's community was really intense there at that time. In 
Olympia, there's that riot girl thing. It was really like that except that we were sort of like 
hippies. I just totally played sports, had sex, went to school, except I would do drugs 
occasionally. There were some women's bars I used to go to a lot. Really kind of a cafe 
scene a long time ago. I spent like hours; I used to sit in cafes, kind of meet people. It was 
an interesting time. We were all total addicts. It's like a time when everybody did drugs 
because it was accepted. Nobody said, "Don't do that." That's how I ultimately ended up 
getting positive. Well actually I was sleeping with men too. I really liked my life then but I 
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wouldn't want to live it again. 

Decision '80, Reagan Beats Carter, Drugstore Cowboy Days 

So we moved back to Europe. It was kind of an excuse but it was also really my 
major disillusionment. I couldn't believe it was happening. I shouldn't have gone. We spent 
a lot of time in England and in Paris but then I got to Amsterdam and I got really stuck. I just 
started to shoot massive amounts of heroin. I don't even remember that entire six months. 
My friends got me out. So we went to England and I kicked heroin. I really felt like I saw 
this darkness in myself that I really (blows air out of her mouth), really just couldn't handle. 

So I swore off drugs and I moved back to Seattle where I had this amazing attraction 
to this very fucked up horrible person. It was a very fucked up time in my life. I just was 
really out of control. I was chef and was embezzling a lot of money from the restaurant and 
we kind of turned to a life of crime. We moved back down here 'cause we were running 
away from the law and she got arrested and put in jail. 

Decay, I was thinking the other day about my life. I was riding my bicycle past this 
bank and the cops were just nabbing this guy. There were all these cop cars and it was a big 
scene. Well, I personally have been in that situation more than once and it was a very heavy 
thing to me. I know that where every fucking day you wake up and you go, Who should we 
steal or rob from today? Very white collar, my crimes were all forgery, go to a bank or a 
store and write a $400, check and take it with the receipt to another Macy's and get the $400. 
I used to make so much money. We used to shoot it all up. You wake up and you're strung 
out. You're really really sensitive when you're dope sick. 

Crime and Punishment, Prison and HIV 

Yvonne Knuckes I got out in '89 and I went right back because of selling drugs. I wasn't 
afraid of going to prison but I was more afraid this time I went 'cause they had told me I had 
the virus. I'm not saying that I got it. I hadn't tried to find out nothing 'cause I was fixing to 
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die. They sent me over to CIW, California Institutional Women. Over there you're in a 
special unit, Walker A, just for women. 

It held 40 women. In the yard, it was like thousands. This was prison. You know, 
they got like two or three thousand women in prison. Forty of us were in one unit. They had 
rooms, like 20 rooms, two to a room. All the women back there have the virus. Some are 
very, very sick. I've seen people die back there. I was scared to death. When I got in there I 
seen some women that I knew. I didn't know they had the virus until I got there. I was able 
to talk to 'em some but I was just in the wrong place. You know I don't have this when I look 
at me. When I went to jail I was all small and black and sunken and things on me where I 
had been picking. I wouldn't talk about it. 

We couldn't go in the yard with the main population. For a long time, maybe a whole 
year, they kept us locked there. When people would come in they would want us to go in our 
rooms and stuff. It was like people would have put a monkey in a cage and people come by 
and there's doors all around you. And you can't go in or out no place but anybody coming by 
can peak in at you. When they would touch the door; they would take it and use something, 
not their naked hands. 

You know, women fight in prison. If there was blood, we would have to take care of 
the person. The seals wouldn't touch 'em unless they was full bodied down. We didn't have 
an AIDS specialist, just a regular doctor in the clinic that served everyone on the yard. 

Before the AIDS specialist came, people were walking like zombies back there. This 
first doctor, he didn't know a lot about it, not as much as me, seemed like. They put me on 
AZT although my T-cells were really high and I didn't need it. He gave everybody AZT. 
When you went in, you got AZT when you go to jail. And it just did a job on me. I turned 
black, really black. All my finger nails turned jet black. There were so many things 
happening in prison, it makes you feel like... 

In jail it's cold to have the virus. People do you bad. There are a lot of timid people 
in jail that's not out like me. I've been going to jail so long that you don't say certain things to 
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me because I'm known in jail. When I went back to prison, before I got to Walker A, I went 
through Sonora County Jail first right. I had a hard time. People were wondering, the women 
were like, "Why are you taking that pill? Why are you always going out? Why the doctor 
always want to see you?" 

Any time you lived in Walker A, everyone else knows you have HIV/ AIDS. If you 
could find someone, they would let you move out there. But most of the women that I seen 
that went out, they all came back. A friend would say, "Oh, you got Bunny living in the room 
and she got AIDS man and you ain't afraid. You know, you're going to get it too." They 
didn't know a lot about it on the yard. When you got AIDS, they say, "Here come those 
women, they got the shit." We started coming through the yard, "Here we come. We got the 
shit! y'all!" Everyone on the yard wasn't like that but you have a lot of people that, like today, 
still have the fear. 

Cynora Jones What happens to the women in the jails is horrendous. Women that are 
infected that have this disease are segregated in the jails and treated like dogs. They don't get 
proper medical care. The deputies, they treat them like shit. They drag them out of bed and 
throw their food to them. 

Transformations 

Yvonne Knuckes A doctor came in with the ACLU. He was a great doctor there for 
women. They came and they talked for us and we were able to go in the yard. We were able 
to go after functions. We started having education literature. I started going to Bible study. 
These two ladies would come a long way, every Wednesday. I kept telling them about my 
problems and how I was feeling and I kept thinking that God had gave me this disease and 
stuff. I learned right there and then that he didn't and she told me that I needed to pray. I got 
an awakening that I could live. I think the lord maybe spoke to me in prison because one day 
I was in my room and it was like, "Well don't turn the TV on Bunny, just talk to me. You 
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gotta come up out of this room. You gotta go on with your life and you can live. You got a 
long life ahead and there are things out there that you can do to help people." For about 30 
minutes I was sitting in my room just listening. 

There was a girl who had been there before me. She had had AIDS a long time so I 
started talking to her, you know. She stood out a lot 'cause she knew a lot about it 'cause she 
read everything. Yea, there was more than one that was really outstanding like that. It was a 
few back there that knew all kinds of stuff about the virus. 

The ladies on the yard weren't afraid of us. People wanted to know too. There were a 
bunch of us there that were going out talking about it. A lot of ladies back there that knew a 
lot of stuff. I just didn't find out 'cause I was one of those people in rebellion. Once I found 
out or accepted it, then I started learning. There was a girl that knew about WORLD. She got 
the address from somewhere and we started getting the newsletter and all this information. 
We would pass it out around. 

After Prison.... 

Then since I came out from prison I started going around to support groups, to the 
clinic and I didn't use. God changed me. I prayed and I was told like by some ladies that did 
Bible Studies that you just got to give it to God and you can live with it. When I left prison 
everyone said I would be back because I've been in and out of prison and in and out of Santa 
Rita all my life. Nothing had changed me. Programs, methadone, none of that had stopped 
me. When I accepted Christ, I just asked him, "Lord I need deliverance. I want to live." I 
didn't want to be on the street, come out and get back. I'm in good health. I have normal T- 
cells. It's nothing wrong with me but old age. 
My family loves me. I'm the oldest person in my family in Oakland. 

Laughing pours from the lobby. That's Cynora, the next girl you're going to talk to. 
She's a great person too. Cynora coming on in to talk. 
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Distinctiveness of HIV for Women 

Cynora Jones We are very different. We have different diseases. We have different things 
happen. I get recurring breast infections. This is something totally new to my nurse 
practitioner because they have just now started doing studies on how it really infects women. 
And here I am, someone who is having consistent breast infections. This is my opportunistic 
disease, even though there is nothing written that says this is an opportunistic disease. But 
because I still have breast milk, my body is reacting this way. This is new. My nurse 
practitioner says "I have no one like you." When it first started happening I had a doctor ask 
me, "Oh, is that an abscess?" He assumed that I was shooting dope into my breast, OK! 
Doctors, same old story. Same old shit. 

Hazel As far as medical goes, one thing that bothered me, but that's changing, is that a lot 
of the time in the clinical trials at the beginning were for men. So they were doing all these 
tests on men. So they had all this data about diseases that men would get and information 
and preventative measures. Wherein for women it didn't seem like they had that because they 
weren't doing any trials on us. There was no research. Like with SSI, the complications for 
SSI were male related diseases. If you look at it, "Have you ever had this, this, this?" "No, 
No, No." "Well then you're fine." So now that's changing. 

Marija Mrdjenovic As far as the point of view of a woman, the best way to organize it 
would be, let's talk about T-cells. Men and women have differing T-cells. They do differ, by 
significant numbers. In 1987, 1 had 294 T-cells. By, I think, 1989 or so, I was down to below 
200. So technically then, I had AIDS. But that definition did not exist yet*. I had two T-cells 
last year, and now I have seven. Obviously something more is involved than just T-cells. A 

"By January 1, 1993 the origional definition of AIDS was radically alterred and expanded. Previously, in order to 
be diagnosed as having AIDS, it was necessary to have one or more of 25 symptoms listed by the CDC, as well as being 
HIV positive. Beginning that January, the CDC added three new conditions -cancer of the cervix, bacterial pneumonia and 
TB-which when found in combination with HIV would of AIDS," (Chaitow and Strohecker, 1994: P. 6) Also, anyone who 
had had any of those 28 opportunistic infections, and a T-cell count of below 200 combined with HIV positive status then 
officially had AIDS. 
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lot of people with sarcoma have T-cells of up to 700 yet they've got the lesions all over their 
face. With women, because you can have a lower T-cell count and that there is something 
else at play, the medical community doesn't recognize that. 

If you're trying, as a woman, to get into social services, to get disability, it's easier to 
get now with the 200 T-cell definition; but it was not easy to get doctors to say that what you 
had might be related to HIV. For example, in '83 I had a case of genital warts. Because that's 
a situation that happens for a lot of women, no one suspected that it might have been brought 
on by me being immuno-compromised. 

One of the situations that they now are starting to realize about HIV is that it dries 
out your body. Your skin gets dry; the mucosa in your throat gets dry. You start to 
dehydrate. At that time they didn't know that, so I was going without medication for this 
painful condition that was happening vaginally. It wasn't until I started taking some 
antibiotics that I got relief. Up to that point the doctors were saying, "Oh, just lubricate it and 
you'll be fine." There's been a lot of patronizing. 

There was no special consideration given to women's problems like cervical cancer, 
like cervical problems. They could happen outside of HIV, but nobody began to suspect that 
they could be triggered by it. For years, nobody suggested that. That's why women could get 
really bad cases of AIDS and then finally get treated. Even though the doctors knew they 
were HIV, they were seeing these gynecological problems, they still were not treating these 
women. They were always waiting for what I call crisis management. One of the biggest 
problems of HIV and AIDS, particularly among women, is that they would not act on 
something until it was too far gone. The whole attitude of the medical community was, 
"You look okay. You're having normal things. You're asymptomatic." It wasn't until these 
women were coming down with TB or pneumonia, PCP or, in some cases, PID, which is 
Pelvic Inflammatory Disease, that they started looking at them and saying, "Hey, maybe we 
should be looking at these women sooner, and checking for these symptoms." The doctors 
just do not respond well to finding an answer and then treating it. One of the major problems 
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that has happened with AIDS is that the symptoms have not been defined. They are not 
understood in the context where they might be treated. 

The other problem is that women are expected to get the same illnesses as men. 
Sarcoma, for example, which was such an obvious condition and which had been diagnosed 
and thoroughly talked about, rarely happened in women. A lot of the illnesses like wasting 
syndrome were happening in the men, but they, as has just now been discovered, do not 
happen all that much in women. They were so eager to find hairy leucal placea in me, but I 
wasn't really having it. The cottage cheese effect in the back of the throat. But because I had 
herpes, and this symptom occurs in males with herpes, they're expecting me to have it. 

Yvonne Knuckes I think a lot of 'em have kids and they think more to their kids than to 
themselves. You know, it's more I can do for my child; I'll put this stuff on the back burner 
or they got a husband. Everything, you know in a woman's life, their family always comes 
before them. Then they work so much for their families till a woman, she'll find out that she's 
sick also, well she'll concentrate so much on keeping her family healthy that she doesn't take 
the time out for herself. Women are like that. They just stay in the back. A lot of things are 
happening for women now and a lot of women don't know about it 'cause they don't come out 
and see about it and seek it. They just totally know about their child and their husband. At 
the same time, you need the same help but you are not coming out there to get it. 

Cynora Jones You know, this disease is ravaging my body. I'm a woman. It's expected for 
me to look nice, take care of my children. I have these certain duties as a woman. We are 
taught and instilled that at a very young age. It's the way we do it and we neglect ourselves. 
It's natural for me to want to go and help somebody else; I'm a mother. It's easier for me to 
help somebody else than for me to help myself. We're the wife. And we have a dilemma 
also as women with children. How much time can I invest in myself as opposed how much 
time do I really have for my children? I end up sacrificing many times. And I'm going to 
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leave the children anyway. One thing that people are not ready for either, they're not ready 
for the amount of children that are going to be homeless because of this. What's going to 
happen to them? What kind of human beings are they going to grow up to be? 

Women 's Support Mechanisms 

Nancy Lemoins You know, retrospectively I realize that people had 

AIDS in the '80s. The first consciousness I had of AIDS was when I got HIV. I kind of knew 
I was positive because I kept getting these skin infections. I tested in '86 and they referred me 
to this place called ASAP, AIDS Substance Abuse Project. I went there and they were real 
idiots. Non of the places I went at that time were very together. It wasn't till about '90 or '91 
that I started accessing any services. 

Lesbians were like, it was just implicit in a lesbian being HIV is that you've been 
doing sort of taboo things. You know, either having sex with men or using IV drugs which 
really really was more prevalent in the lesbian community than anybody wants to admit. I 
really, it was very disillusioning. For me, I just was like, "Uhh, fucking assholes." I had a 
lot of my friends absolutely turn their backs on me. And I'm sure that really increased my 
paranoia so to speak. I never really was in the closet about this. I'm a lot more outspoken 
about it now. 

I was like this militant lesbian for a while in college. I really identified with the 
lesbian community. Now I really kinda don't identify with them. More because I know a 
few lesbians who have HIV, but gay men and straight women have been a lot more accessible 
to me. I don't really have that many lesbian friends any more. 

Hazel Socially, it's not a lot. I happen to be around a lot of straight women with the disease 
'cause I can't find a lot of lesbians. Sometimes I feel like I'm the only one. Or maybe, I know 
of two other. I know 75 straight women. So sometimes I feel like I need a place to go where 
there's lesbians with HIV, a group or something. I feel like I'm totally invisible in the lesbian 
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community. Anyway, I was asked to speak for lesbians with HIV at the dyke march before 
Gay Pride and to speak for lesbians with HIV which I did. It was very difficult for me but I 
did it. 

I just talked about how lesbians with HIV have been treated invisible in this society 
around AIDS. After I got off stage this woman, it was like a three minute speech, this 
woman jumped in my face and says, "Where do you get your data, your information!" I had 
mentioned that HIV can be transmitted from female to female contact. She says, angry, 
"Where do you get your information about female to female transmissions. This is not a fact. 
Where is that written?" And it just shocked me because I was talking about women 
practicing safe sex with each other. Don't take it for granted that you're a lesbian and you're 
safe. You're not any more. I know women that were infected by other women. I tell you, I 
know for a fact that a majority of lesbians are not practicing safe sex. I don't know, body 
fluids are body fluids to me. 

"Beyond Why Me?" 

Marija Mrdjenovic A lot of women are still stuck in the "Why me?" stage. The women I've 
talked to are either depressed about their health and not ready to do anything about it or are so 
involved in the political side that they don't see that the answers are in immunology. They 
just see them as if we just push this senator or the FDA enough, they'll come up with an 
answer. But nobody, nobody, has really sat down and said, "We need gene therapy. We need 
to make these bodies healthy again." I feel very much alone around a lot of the women with 
HIV. I think a lot of them are so damned sure they're going to die. Most of the letters in to 
WORLD are all about "poor pitiful me." I know that needs to be said by women that do feel 
alone, and I know that that's an important sort of step. But after seven years of reading 
nothing but "poor pitiful me", I just really want to say, "Well, wake up honey, smell the 
coffee; let's get together and let's force our opinion on these doctors. It's just not happening. 
The AIDS Coalition established by gay men is so much stronger. But then again, men 
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generally have larger salaries; men generally have a lot more support; they don't have 
children. 

There was a time where I was driving a car, probably back still in '87, and for no 
particular reason, I started to cry. It really, it was like an unexpected thundershower, just 
buckets and buckets of tears. I was thinking to myself, "Why am I crying? Why am I?" I 
knew that I had this illness and this illness was depression. I had always thought otherwise, 
but depression is very physical. I also realized that my body needed that depression, but at the 
same time, it shouldn't go on and on. That made me aware of the fact that there is going to be 
an awful lot that I've got to deal with my health, not just physical illness to me it's mental, 
emotional, spiritual and physical. Actually, physical is like one of the last things that you 
have to treat. Mental stability is very important, because you cannot live without mental 
stability. Emotional stability, you can't live without that. And the spiritual, determining for 
yourself who God is, or what God is. 

Talking, Tonics for the Silent Treatment - Coming Out... 

Yvonne Knuckles I was at the AIDS Walk on Sunday. WORLD had a table. This girl, 
she said, "Just look Bunny, you hardly see any Afro- American people here." They should 
have been there. We have the highest rate of positive people now, Afro- Americans. I don't 
know why but they won't come out. Black people have been pushed back so long so it's that 
fear. If I come out people think... 

The women that I know that are HIV positive, that have AIDS, they have a fear of 
being rejected and they don't like to talk about it. They won't tell it. They won't get 
treatment. Basically, they stay off into a shell they like to do stuff under. My best friend has 
AIDS and we used all those years together and I can use her for an example. I kept telling 
her. I said, "We need to test because we shared needles." She wouldn't test. About seven 
months ago she got really, really sick. She kept this cough. She kept getting pneumonia, I 
kept telling her, "You probably have HIV." Finally they tested her and now she 1 17 T-cells; 
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she's going blind; she can't hear and she still won't tell anyone. 

When you're stressing, you're back sitting in the car. I wonder if this person looking 
at me, has someone else told her? Do you know I've got it? That's worse than telling it. You 
have to tell 'em, just come on out. But everyone is not strong like that. It's because of the 
ignorance that people still have fear. So why shouldn't you give people love? You gotta talk, 
it's the best education. For me, when I was told I needed someone to tell me I wasn't dying. I 
needed someone with the virus to tell me I wasn't going to die. 

Hearing about WORLD 

Nancy Lemoins Initial searches for services: I hooked up with the AIDS Foundation first. 
Believe it or not, strange but true, they used to have programs for women. My girlfriend, I 
have to give a lot of credit. Bonnie bugged the shit out of me until I did something. My life 
is much more balanced now. I was really isolated. She made me see that support is a good 
thing and you can't just get it from one person. So I started going to a group there that was 
really hard on me. Everybody would come and nod and I was clean. That was like the end of 
1990. 

I got really sick. I went in the hospital the last day of 1992 and I was in the hospital 
for a month and a half and I was really sick almost the whole year of 1993. When I started 
getting well, I went on a WORLD retreat. That was my first experience with WORLD and it 
was just such a great experience. I actually was in this room with this other women named 
Carol Darling. She really effected me because she was the first person who I knew I was 
pretty close friends with who died and I don't know. The retreat was so very wonderful and I 
just really liked WORLD. I started getting involved with WORLD. I started going to retreats 
when I got better and now I volunteer there and I do mailings and speak for them. Now, a lot 
of my friends I know from WORLD. 

Hazel I got involved with WORLD 'cause I went on one of their retreats. That's when I 
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started seeing women infected. It was like 100 women there and they were all infected. I 
was amazed. I thought, of this is so much cool. I think the biggest trip for me was seeing the 
different types of women that are infected. I was sitting there with my mouth open because 
there was young girls, 16, 17 who were infected. 

The day of the retreat, I got my blood test back and I found out that I lost three t-cells. 
I was loosing my mind. I went to the bus to go to the retreat and I was like, "Oh, I got my 
blood work back and I lost three T-cells." Then I started talking to this woman. She was 
like, "Three, you lost three T-cells? How many have you got now?" I said, "132." She said, 
(Laughs.) "I have seven and I have had seven for the last five years." And I said, "No fucking 
way." She said, "Way." 'Cause in my head, I know that if I had seven T-cells, I would be 
losing my fucking mind but I was around all these woman who were so strong who had no T- 
cells and so many less than me that had kids. 

I thought, Damn, what if I had to drag a kid through my life? And they're doing it, 
women that have infected children, women that are grandmothers that are infected, these 
women that were infected by their husbands, gosh. I'm a black woman; I used drugs, that's 
why I got infected. I kind of lessened myself and then I saw these woman and some of them 
were addicts and some of them weren't. What do we do now? Just wallow in it or just lay 
down and die? Or do we support each other? And that's what I got, support. And that's what 
I saw. And that's what every woman there needed. 

Cynora Oh, the retreats are fabulous. You've got 90 women all positive. That is a 
powerful situation. I'm telling you. The strength that we get from each other and being able 
to be silly when we want to and cry when we want to, just say fuck it when we want to and 
somebody else knows. Just the togetherness alone is incredible. 

When I was 17, 1 nearly drowned in the undertow in a Santa Cruz beach but someone 
saved me. I was definitely afraid of water after this. I rode in a kayak and overcame a fear. 
That was so incredible and I couldn't have done it if I hadn't' had the support of the women. 
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They were like, "We'll help you!" "Don't worry!" "I'll be there if you fall." I was scared to 
death as I was getting into this kayak and they helped me through it. That's powerful. 
Twenty seconds after I was on that water, that fear was gone and I've been carrying this fear 
for 24 years. 

We're just there for each other when nobody else is. When we're having a bad day or 
stuck in our own shit, there might be somebody to get you out of there. I thought I was real 
hard 'cause I'm a pretty powerful black woman and I'm used to controlling. Being connected 
with WORLD, I can pick up the phone and call somebody and not be afraid that they can see 
the other side of me. That's very important. 

Yvonne Knuckes Why women won't come out, that's a question I can't answer. But more 
and more are coming out. At our retreats, there were so many women at this last retreat that 
had just found out they were positive. And that's another way WORLD is helping women. 
'Cause on those retreats, they give those women first option to get scholarships to go. And 
last time it was like 100 women, maybe 90 women. Basically, all of them was new 
diagnosed women. For the first time they cried and we cried with them. Sometimes they 
want to leave and they want to talk and you just keep talking. They have different little 
groups with different little things going on that you learn about. By the time those three days 
are up no one wants to leave. So that's a good thing too, getting a bunch of women on a 
retreat, they can open up. 

Advice... 

Marija Mrdjenovic Well, usually my advice to all women is to keep on fighting. The men 
do understand it, not the doctors, but the gay men who I know who have HIV? They know. 
They know what they have to do. And they are aware. I talk to them all the time and we're 
basically in accordance; we're in agreement. But for women I would say, "Don't give up." 
The biggest problem is just that the women are just obediently dying. And they shouldn't be 
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so damn obedient. Not only women with HIV. I ran into a woman who's having disk 
operations. She was in a great deal of pain. We were both in the waiting room at an X-ray 
lab, and we started talking. I told her that she must keep fighting because there are answers 
coming down the way, very important answers. She mustn't think that everyone has given up 
on her, and she must remember to support herself on her family make them support her. Even 
if they don't feel like supporting her, make them. Use them. 

Yvonne Knuckes, My advice for Women? just get with another 

woman and talk. You can find out, you can call some place. When more women learn that 
then I think more women will open up. 
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Part V 

BODY, CULTURE, AND SPIRIT 
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Chapter Seventeen 

AIDS and the American Psyche 

Interviewees tell stories about the tools they use to cope and adapt to the new reality. 
Human development involves the growing person learning to fuction within increasingly 
complex situations (Bronfenbrenner, 1979). Humans find ways to survive. Development 
flows like a river. If one tributary has dried up, it'll flow down another. A disproportionate 
amount of energy is placed on pathology within the helping professions, as opposed to on the 
real strength and resilience humans possess (Cohler, 1987). As interviewees relate their 
coping strategies, they make a case against determinism as they demonstrate the uses of 
history and spiritually to take on disease. 

In looking at the American AIDS epidemic, folks ask why AIDS had to be seen 
through ideological lenses when it first broke. Ironically, it is the culture's understanding of 
history and spirituality that most often gets in the way of the lives ofPWA's. We hear the 
stories of a Buddhist, a Native American, a PR agent, and a priest among others. They plead 
for the country's institutions to look beyond "fake Victorian values" and attempt to confront 
this disease honestly. Confrontations between morality, disease, sex, and religion unleash 
deeply imbedded questions within the American psyche. From Chata's forgiveness of those 
who have harmed him, to Fr. Stanger's battles with faith after lifetime in a monastery, the 
specter of disease becomes intimately entangled within the age old meditation: how will I 
live? 

Robin Tichane I think New York City culturally is about half-way between London and 
Paris, whereas the rest of the country is firmly rooted in North America. Outside of 
Manhattan, you realize we have cultural and religious values making us so different from 
Europe. 
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You know all of the more liberal religious thinkers stayed in Europe. It was the 
outcasts, the conservative crazies, the Pilgrims, the Puritans, the Quakers, all the people who 
were just fringe nobody could handle over there. They all came over here. That colored a lot 
of the development of this country so we have lots of crazy thinkers. This country has 
attracted a slew of fringe folks; that mixture makes this country very different than say the 
Enlightenment and Europe. 

Tichane ( 1993) has written extensively about his life and times. Tichane's writing 
melds into an inquiry and statement about America by sketching his own journey from Iowa 
to New York City to California. He writes about the late '60s San Francisco, the 70s Zen 
Centers, and Green Gulch, concluding, "Finally one discovers that the frontier is not the 
west, it is yourself, rather a fresh look at living and the compelling appeal of the virgin land. " 
Tichane elaborated in our interview: 

Coming out here, Oriental religions are more prevalent because, for one thing, it is 
just across this little puddle called the Pacific. Those ideas of being one with nature were 
very current in the Sierra Club but also it's very tune with Chinese and Japanese philosophies. 
It was OK out here to get into Zen Buddhism. The appeal realizing it's not only your 
environment, it's not the landscape itself that is challenging. It's looking inside yourself and 
finding, "Oh, this is the adventure." I feel kind of fortunate that by the time I was 25 I 
discovered that it wasn't 

physical locale that determines how you discover yourself, it's inside. 

Chata (or Ronnie Ashley) We sat in the back patio of Uncle Burnies, a bar on 18th and 
Castro, soaked in the warm sun outside, "So I can really smoke, " Chata explained as he 
pulled a pipe and a bag of grass from the leather pouch. He laughed and reflected upon the 
extremes of etiquette he has confronted working in the San Francisco AIDS Industry, "I get 
cover letters saying, Tm culturally competent. "' "How the fuck do you become culturally 
competent? I am Native American and not even I am culturally competent. " With beads 
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woven through his long braided hair cropped up on the sides, wearing Bermuda shorts and a 
button-up Hawian shirt, staring through his spectacles and grinning through his scruffy 
mustache Chata, or Ronnie Ashley, reconstructed his history of an intact self (Borden, 1992). 
He told me the story of his life from a childhood of prostitution & heroin and the coping 
involved as he moved from a reservation in Texas, to Alabama, up to Cornell cooking school 
in Ithica, New York before ending up in San Francisco. Chata 's life becomes a case study in 
adaptation (Lazarous & Folkman, 1984; Bowlby, 1977, Elson, 1988, Levinson, 1978). "I'm 
on Indian time, " he explains, optimistically reflecting the insight that his struggle is part of 
the history and makeup of a people who have already endured one genocide (Mc Adams, 
1990). 

On Growing Up Here.... 

I was born August the third 1953, on the Tiqua Indian Reservation which is in Isleta 
outside of El Paso, Texas, born and raised on the reservation, born addicted to heroin, born to 
junkie parents. I spent my youth in the streets of El Paso, on the farms, on the cotton fields. 
It was still against the law Texas to teach Indians how to read. I got as far as the sixth grade. 
It wasn't until I got older that I got my GED and everything else. I was a child prostitute until 
I guess I was 13, when I got a train, hopped on over to Birmingham, Alabama which was an 
eye opener to say the least. It was so funny because the oppression being on the reservation 
with the Missions and assuming that it was only us that were being discriminated until I 
ended up in Birmingham, only to find out that they didn't like Black people either. 

Mom was only 13 years old when she had me. She is only 13 years older that I am. I 
am going to be 43 years old. They had nine kids. Living on the reservation was like burnt 
mean and oppression. There was no running water. There was no electricity. The land that 
we had, we all grew our own vegetables and corn. The Rio Grande was our bathing water, 
our bathrooms; that was it. 

The United States history, it's well known for it's bad immigration laws. (Laughs.) 
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The Mission and the Catholic Church were a big part of the reservation. We were forced into 
Catholic Schools; we were shaved; we couldn't speak our own dialects. You are ostracized 
from your own community because you end up going into Catholic churches and having to 
abide by their rules and regulations. And by the time you went back to the reservation you'd 
lost the ability to speak your own language. You've converted to the White ways. It was 
double whammy. 

They can strip you of your religion, your hair. They are able to strip you of your 
language, your clothes but the soul of who you are as an individual and where you come from 
and are born with always stays with you regardless the environment you are shoved into. For 
a long time, I did not understand why I was being treated the way I was being treated. I did 
not understand why I was a savage; I didn't understand why my native tongue couldn't be 
spoken or why I couldn't go to school. 

In my stuff, as far as being a junkie and prostitution at such a young age, the fact was 
that that was my only outlet. There was nothing nice about the reservation. What the fuck 
did I want to stay there for? I knew how to work on the farms. I'd been there since I was 
two. Where do you go from there? That's why I just got on the train and headed out to 
Birmingham, Alabama. Why there? I don't know. That's beyond my belief, really. 
(Chuckles.) I ended up on the cotton fields out there and just started working, making some 
money. 

Growing up in Birmingham, Alabama was probably the hardest thing that I ever did. 
But at the same time I think it was probably the biggest lesson that here to this day. Working 
at Shanti Project we talk about multiculturalism and we talk about acceptance and diversity. 
The '60s taught me diversity; that gave me strength; that gave me hope. That, if anything 
else, still kept your dignity intact. It's not just one's pride, it's who you are as a human being. 
Here you have communities who are prejudiced against you because you are Indian or 
because you are black or because of your sexuality. Here you're Native American, you're gay, 
your lover is black. I always had the sense, you do unto others what is done unto you 
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regardless of how ugly some stuff can be. Yet sometimes I would like to do unto others what 
is done unto me because sometimes it just fucking feels good. You can no longer just 
continuously turn the other cheek because it's convenient. I think my own history dictated 
that to me. I was always under the impression to form my own steps, my own history. This 
was how I saw the world. 

It wasn't about being black or white or red or yellow or anything. The way that we 
were always taught, we're all God's people, regardless of what sand you're molded out of; 
we're all people of color. It's not just the black, the red, the yellow and the green as far as 
those who are the people of color. No, white people are still people of color and we should 
not forget that. It's just a matter of the different pieces of clay into which we are going to be 
molded. That's always been my thinking as far as people and life and how I was going to go 
about changing. It's kind of weird because my history was already written for me as an 
Indian, at least the hundreds of years prior. So, as far as even listening to other tribe 
members who always felt they had a right to discriminate against the white man and against 
other people, it was a given right to them. But when you look at it, it doesn't make us any 
better than them. Either we are in acceptance and unconditional love for every human being 
regardless of sexuality or race or we're not, plain and simple. 

History... 

My history, my own ancestry, its blood and its natural history of who we are as a 
people from this earth, our pottery, our clay. We are in it. We are buried in it. We are born 
in it. That is my history, that is who I know of who I am as this particular tribe and as this 
particular people and not "what is now the United States" and what they put out on history 
books us to learn who we are. You have tribes that are acknowledged by the United States 
and you have those that are not. If the United States were to turn around to correct a wrong 
into a right, feasibly it can't. It can acknowledge the fact that this is who we are but 
otherwise, its like to turn around and tell the millions of people and New York and these 
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other cities, excuse me, it's time that you are going to have to leave. You just can't give back 
what was taken from people hundreds of years ago. It's real hard to correct the actions. 

There's a lot of history here for all people that we have to acknowledge, but yet at the 
same time we can't continue to beat a dead horse. I am sorry what the Europeans, the 
Spaniards and French did to my people. I am also sorry what my people did to them during 
the time of war. I can't change that, but we can turn around and acknowledge the atrocities 
and then see how we can move forward, take that ugliness and pick out the constructive part, 
the positive attitude about that ugliness and move people forward on that same level. We 
can't continue with all this anger and hatred with people because of their race or sexuality or 
whatever the fucking situation may be, or else we aren't ever going to get nowhere. Either we 
embrace everyone as all and as one or we embrace no one. 

Growing up in the '60s, there was all the riots and stuff that were going down in the 
Black Hills and the Pine Ridge Reservation, the manhunt for Leonard Peletier, the burning 
down of the Federal Building and all this shit that the American Indian Movement was doing 
at the time as far as trying to get the United States to recognize the crap as far as the Sioux 
under the jurisdiction of the Pine Ridge Reservation and the Black Hills and wanting to have 
the monument blown up. Viet Nam was happening. Nixon was going on. You had all this 
crap going down in the United States, including everything in Birmingham in the '60s all the 
way up until the early 70s with segregation going down in Boston as well. That was still part 
of the climate, still part of who the United States were and their understanding of who we 
were as a people. 

Marija Mrdjenovic I have a theory that you are a composite of all 
your ancestors, that they are still within you. When I was in the hospital in '90, my fevers 
were 104, going up to 105 sometimes, a little higher. Then I'd go through these racking body 
chills where you could put a million blankets on me and I'd still be freezing. I just got so tired 
of it that one night I called on all my ancestors and I said, "Please, come to me now." I called 
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on my family; I called on everyone. I said, "If you can hear me, please help me now." I went 
back as many generations as I could, possibly, to ask them to please help me now. Next day, 
I was just fine. I was relaxed. I was calm. I was healthy. I was ready to get the hell out of 
there. The doctor was taken aback; he thought, "Maybe she'll have a relapse or something." 
And I didn't. I learned that that is there, that is the strength that is available to me. 

I think for Native Americans the strength of your ancestors is in you. I think that a lot 
of that has been lost in modern medicine, has been thrown out as too primitive. An important 
part of healing is where you find your strength, where you find that. I don't really see God as 
God. I see nature as a strong force in my life; I see history as a very strong force in my life. 
I'll talk to whatever I think God is, but I really find more that I feel like I'm talking to my 
ancestors. 

Hank Wilson Personally, I went and read all the Holocaust books I could when the 
epidemic started. I went to the Jewish Community Center and I read every autobiography 
about somebody who survived the Holocaust. And I think there'll be some people who'll 
survive. I also think we know that there's a lot of people who won't. 

Mark Stanger In November of '94, the Church of the Advent in San Francisco held 

AIDS Day at the Advent services. Fr. Mark gave a sermon on "The Stages of AIDS Anger. " I 
hadn 't even known he was positive. The following week I contacted him and he got back to 
me immediately. He arrived at my apartment dressed no differently than any other urbanites 
in the city in black cut-off jean shorts rolled up above the knee, a T-shirt, buzzed hair, black 
sneakers, an earring. Over coffee that sunny morning, Fr. Mark told me the story of his life 
from a childhood outside Chicago in the '50s through entering a Benedictine monastery 
when he was 21 where he was ordained a Roman Catholic Priest and stayed for the 
following 14 years. "It was one of the most important periods of my life. In some ways I'll 
never recover from the good and the bad that I experienced while I was there. It really was 
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formative." In Italy, where he was also conducting research on original sources for his 
doctoral work, he found himself in a power struggle with the Abbott. In 1986, he left the 
order and moved to Minneapolis, no credit, no work history. One more change was in store. 
"As I was getting settled there in September, I went for an HIV and I found out that I was 
positive. That really set me into a tailspin because I was going just to reassure myself that I 
wasn't," Mark recalled. The following is Fr. Mark's story of relearning how to live in the 
city of man, reconciling disease, the past, faith and life in Baghdad by the Bay: People ask 
whether I left Benedictine life because of being gay and maybe it had to do with that. Really 
it had to do with authority. Being gay is one of the reasons I would never go back but I didn't 
see that as my major difficulty. 

Parting Glances, Out to San Francisco.... 

Before that was little crushes in the monastery and secret things but you couldn't 
meet people the way people do all throughout their twenties. It was kind of fun. After many 
false starts, I met someone who's 12 years my junior. It was interesting because I had actually 
lost a dozen years. He was just beginning to make plans to move to San Francisco. Now, as 
I told people then, I had been lots of places, lived in Italy, in Germany, two extended trips to 
Israel. I had been camping on the Gaza Strip but I had never been west of the Rockies. I had 
never had a mythology about San Francisco. I didn't even know about California geography. 
I had never read Tales of the City. It just didn't interest me but this guy did interest me. So I 
moved out here. 

Back in the mid '80s in Minneapolis, I saw the film, "Parting Glances."* I'm sorry I 
went by myself. There it was, his friends who loved him had prepared some granola mess in 
an oatmeal box and he had a can of Coca Cola hidden in there and he said, "I'm not gone do 
any of this micro psychotic stuff." My strategy has been to find a middle way. One thing 
about leaving religious life, there's a certain inflated, unreal quality about it. There are many 

* "Parting Glances" was a formative 1986 film on themes around loss and AIDS. 
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real emotions and challenges but at the same time, it always seemed like there was a buffer 
between me and the world. To come out of there at age 35 and suddenly have no thought 
except for the love of friend and family, it just felt so much more real. And I felt like I wasn't 
part of a 15,000 year old tradition. I wasn't part of the largest men's community in the world. 
I was just me. I like being in a way, just ordinary, planted on the earth. 

Being from the New World and coming to the Old World, that's like meeting your 
grandfather. It's really difficult, like you can't get in. My psychiatrist was very good. She 
helped me integrate Old World culture into my own. And going to the Mideast helped me 
deal with Christian roots and something more primitive and symbolic, not Cartesian Western 
logical linear but circular and deep, and archaeological sites and layers, symbolic activity, 
Islam, Judaism, Christian roots; it's the Mediterranean world where people don't have to 
prove anything. They live, young Italian guys, they just stand in the Piazza in the afternoon. 
They don't have to, they just are. They have all the millennia of history reeking out of them. 
They're not uncomfortable. They just know how to do it. They don't have to go to cooking 
school or go to William Sonoma. They have all that stuff. And we're still learning. We're 
just on the frontier. We're just cowboys out here and American Culture has some wonderful 
things but it's still being born. 

Re-Entering the Church... 

It's very interesting that I revived my religious life in San Francisco. My two years in 
Minneapolis I couldn't go into a church. I would get too angry. It was a person with AIDS, 
another former monk who brought me to Church of the Advent. He's dead now, Geary 
Gerard, and he said, "You might be interested in this." And I said, "Well, I might come here 
to worship but I'm going to remain anonymous," and I got involved. A whole part of me was 
restored that I thought I wouldn't have again. I got to teach theology at the school for 
deacons. It turned out to be wonderful and to be openly gay and have a bishop who gave me 
a chance and to go through a process of testing for three years before they listened me as a 
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priest, that was frustrating, but I did it. 

Sex and Shame and Learning to Live 

Now to say something else about the stigma, I'm ashamed. I'm not proud of the 
sexual experiences I had during the 14 years where I was supposed to be living celibate. I 
can say as much as I want in my defense. I lived that life, the religious life with all its 
traditional expectations, pretty well for 14 years. I could have gotten in a lot more trouble 
than I did. The fact is, that is when I did become infected, probably during my European 
sojourn when I was going through a particularly tough time and did some crazy things. So I 
think I've had the virus since, I have reason to believe, August of 1982. I don't think any of 
us have to apologize for our sexual experiences. I think sex is just sex. But when you are 
committed either to not have sex or to have sex with only certain people and you're breaking 
that commitment, I think that's serious. There's a certain dishonesty and so I'm not proud of 
that but I have a souvenir to remind me. I wanted to be the perfect monk. It's kind of a 
spiritual pride, a kind of narcissism I guess. 

By the way, both the men, the man I am in a relationship with now and my former, are 
negative. That amazes me. I mentioned that in the sermon two weeks ago. People can 
analyze why other people do this or that but it's just one more bit of evidence that people with 
HIV need to get on with their lives, whatever they're doing their work, their interests, their 
play, their loving, whatever it is and just keep going. 

The whole planet lives under a death sentence. Again I don't want to disregard any of 
the feelings of anger or feeling ripped off but there's life waiting for each one of us. And not 
only our strategy for dealing with the disease but also for dealing with life. I think within that 
book Ground Zero, where somewhere he says, Life isn't short. Life is long. That's the 
problem and we need to find how we're gonna deal with that, how we're gonna live. And 
something else on that subject was, it seems like I'm going in platitudes now but, there was 
Walker Percy's The Second Coming. And that woman really helped me leave the monastery, 
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the woman who planned her escape from the mental institution, the same thing. She's getting 
ready to enter the world from this protective environment where her family put her. In her 
journal she says, "One: How to live? How will I live?" She wanted to come down to that 
rock, real, solid thing and not this false self or fake personality but come down to her real 
self. Even the words we use for that, coming down and being close to the earth. And that is 
not easy. 

For people now, the big shame is for people who are infected in the last ten years, 
newly infected, that I should have known better and I was of the generation that should know. 
Again, I think we are, a friend of mine said, "We're just, for all our intellect and so forth, we 
just grope in the dark for something warm and familiar." Sex is, as you say, that's how we 
came into being. There's nothing wrong with it and it's perfectly normal. We have a lot of 
ambivalence about sex in our culture even as liberated as we pretend to be. So I don't have a 
judgment. Even people who should have known better, again I feel bad. Nobody should put 
themselves at risk but behavior is related to health. People smoke; people don't wear seat 
belts and something as pleasurable and mysterious and personal as sex, it takes a lot of 
training for people to realize first how real the risks are and how to find a pleasurable way to 
express themselves sexually and not to put themselves at risk. Not everyone has the coping 
skills and that much self love to do that. 

Sister Death or a Rip Off? 

Sometimes I think, what if there were a vaccine and a cure tomorrow? Would we 
know anything more about living? How would that effect our choices about living? It's not 
just about sexual expression, it's about choosing your battles carefully. 

Do you make your peace with the virus or is it the enemy? That builds to some 
Christian stuff. With the virus, I'm not going to spend every waking hour fighting it. I'm not. 
Some people do and I'm not. But at the same time, the virus is not a welcome guest at my 
house, but the virus is there and I can't dislodge it. So I have a kind of detente. It's still the 
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enemy and it still isn't going to push me into passivity but, like death itself, or disease itself, 
or mortality itself, I'm not going to escape it ultimately. For now, I can outsmart it and even 
pretend to run away from it sometimes and it'll recur in my dreams, meet me around the 
corner. So its unwelcome and a certain amount of accommodation. 

I've read about that of imagining T-Cells or imagining the viral load and imagining 
eliminating it and that might be pretty good for some people. It's too materialistic for me, if 
I'm going to try to imagine away death, I would just live in a libertine way. That's how I 
would do it. I would just escape. I would take a vacation and go crazy. 

I think in general I have made peace with with the virus although it still denotes loss 
of function and deterioration and death. That's inescapable. Maybe I do believe in the 
Christmas soccer game (in which English and German soldiers played Christmas Day soccer 
game on the front during WWI). When I go away for the weekend, I'm not going to even pack 
the AZT. But I never really forget about it. I don't have this worked out yet, what my 
relationship is to the virus inside, whether I'm at war and at odds with it or whether I've made 
my peace or it's somewhere in the middle. Maybe I have these temporary truces? And then 
other times I get pissed off and just want to get rid of it. 

There will be, I hope, there will be a moment where I embrace Sister Death, I hope, 
but not now. I'm not in the business of dying now. Even though we keep death daily before 
our eyes and we're all mortals and all flesh is grass and all. That is true. But right now I am 
alive and I'm about the business of living. I haven't even begun to learn how to exercise all 
my creativity and energy into doing that. 

No, I don't see a sword of Damocles. It's more like the time bomb in a way. It sounds 
crass, but I remember as a kid, a line from the Stations of the Cross about the Ignominious 
Death on the Cross. Part of our myth that talks about an ignominious death; our myth is the 
divine wood, we should share in a life of service, friendship, and human relationships, a life 
that was temporal, just this long place, and died in a horrible death. That's part of our myth. 
Regrettably, Christianity has been reduced to moral teaching. People have watered down the 
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myths and the rituals. Mystery religion is a part of Christianity. Christianity promises 
contact, incorporation with the Divine. That is so attractive and yet so yet so frightening that 
we usually sanitize it. I don't think it has something special for PWA's, it has something 
special for people who are disposed that way, a chance to enter into this history and myth and 
for it to become real, to say I want to become part of this divine story. I want to eat and drink 
at this place where the divine doesn't judge but welcomes. I want to be part of something that 
gives me reassurance in the service oriented parts of my life. 

Spirituality, Fundamentalism & Roadblocks to Prevention.... 

Dan Vojir I was Catholic in a very formal religion. The fact is, I have a gut feeling that 
there is a God. Now my only spirituality would be, "For Gods sake! Why in the hell did you 
do this to me?" That's spirituality too, no matter what anybody says. There's the other side of 
trying to help other people. That's more spiritual than anything else, I think. 

I have a real ingrained feeling about the fundamentalist right from what I have read of 
the actual Bible and the way I was brought up. I simply will state that I think these people are 
idiots. Anybody who takes a King James Bible and says that every word is absolute is just a 
moron. The Bible went through so many different translations before it ever went English. In 
the translation from Greek alone, some words would have ten different meanings. I can 
understand why they say God just intended everything to just come out exactly the way it did. 
I can understand why they would say it, but that's not true. 

One of my authors, Dan Helminak, whose the author of the book (l994),What the 
Bible Really Says About Homosexuality. He's a Roman Catholic theologian, a very good guy, 
and I placed him on a radio station along with Fred Phelps. I called Dan the other night and 
said "How did it go?" He says, "I enjoyed it." Phelps, by the way, stalked out after 20 
minutes and Helmaniac carried on the whole hour. This guy said some- where in the Bible it 
said, "He shall take the faggots, put the faggots into the fire." Dan caught him off guard. He 
says, "Really? Where is that quote? I hadn't seen that. That's great!" He said, first of all, 
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there's never been a quote like that. Secondly, if it were faggots, it would have meant bundles 
of sticks of wood and thirdly, it was probably a translation for poker. And Phelps is running 
for governor of Missouri. 

Remember what I told you, when we had our first theology class in high school, the 
priest looked us straight in the eye and said, "The nuns were very, very nice ladies for sure. 
Forget everything they ever taught you about religion. We're starting from day one." We 
learned, don't believe, "that Mathusela was 956 years old! All they wanted to tell ya was that 
he was a wise man. That's all. They equated age with wisdom so they said he was 956 years 
old. If one shepherd say he's got thousands and thousands of sheep, it merely means that he 
had five more than the guy next door to him." And we're supposed to go to the Bible and 
believe every single comma and every single dot, every single paragraph and every single 
phrase? "The Lords Prayer," you know, the only words he probably did say were "Our 
Father." For hundreds of years, scholars have been trying to tell people, take the Bible in 
context. 

I was thinking about something the other day. Because of this new right-wing 
backlash, I would love to be able to get back at them where it hurts. Maybe a final absolute 
reaction of all the theologians in the world and just saying, "Stop the crap already." And 
putting it into like an annotated Bible that would become, hopefully, an incredible best seller 
that everybody would be reading and be incredibly influenced by it. I would love to see that 
happen. A lot of this is a "religious war." 

Right-wing Christians are the ones who basically broke away from the traditional 
teachings. These were much more lenient, much less "the Bible says this word for word." 
Fundamentalists were the heretics. With this book I am proposing, you would find a 
movement that would just be so back against Christian Fundamentalism, that would, 
hopefully, counteract any homophobia and AIDS phobia and things like that. 

Beyond Fake Victorian Values 
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Fr. Stanger I'm going to raise the name of a failure, Christine Gebby. The beginning of 
her undoing was when she said, "We have got to get rid of these fake Victorian values about 
sex." I absolutely think that's number one and that's under education/prevention. It means 
talking about sex all the time to young people and it just has to be done. The churches have a 
huge responsibility to not give another message, that this cannot be talked about or can only 
be talked about on certain terms. That has to be done. Actually, our political life in many 
ways is worse than the churches. The fake Victorian values, that's a scandal. It's 
dehumanizing. Well, it fucks people up in a million ways but as far as the epidemic, it's gotta 
stop. Even J. Everett Coop, this ridiculous Baptist whatever he was, he went to Ronald 
Reagan and he said, "Look, we have to get real sex education and real prevention. We have 
to do it." It wasn't done, hasn't been done. That's number one. And not just a fake education 
prevention, it has to happen in families, it has to happen in schools and I don't think that's up 
for debate. Young people have to learn not to fear sex but to know that that is a wonderful 
part of life and self expression, it can be, and yet how to protect themselves. 

Lets get sex out of the back rooms, speaking metaphorically and literally. When it's 
not in the back rooms and it's not looked at that way, you're going to love yourself more. 
You're going to love your partner, you're going to love taking care of yourself. Taking it out 
of the back rooms means getting it out of the shame. That includes homosex. We cannot 
give up on this. It's too important. 

Cynora The churches need to confront it. They really do. I was over in Engleside in 
San Francisco. I went into the church and told him I was working the neighborhood and I'd 
be glad to maybe come and do an AIDS 101. He said, "Oh, we don't have a problem with 
that; we teach abstinence," and shooed me out. OK, I come out and there are some girls, like 
13 with their Catholic little uniforms and there's a group of guys. I walk over and ask them if 
they would like some condoms. Those very girls were like, "Oh yea, give us some! Give me 
some!" But he ran me out because his head is up his ass thinking, "These kids are 
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abstaining." So what do you tell them when somebody dies in church from AIDS? What do 
you tell them when priests are getting diagnosed? 

Mark Stanger I think the religious responsibility is to help and I said this in the 

sermon with healing. Everyone, everyone deserves to have their hurts healed as best as 
possible. That's why people go to shrinks, why people are in recovery, that's why people pick 
up and move to California to start a new life. 'Cause people want to heal, that doesn't 
eliminate disease or death or anything, but for people to walk around with open wounds is a 
scandal too. In the case of AIDS, there just haven't been enough resources, the things you're 
involved in with housing and support and all that. That still needs to happen. 

In terms of the question of praying for a cure, I'm so afraid of lapsing into as a 
psychological concept, a disconnectedness in the real world. At the same time, that presumes 
we know everything there is to know about the real world or what's real and what isn't. So, 
for me to light a candle in the church and say, "Can I have some more time?" or "Could this 
go away?" I don't do it. 
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Chapter Eighteenteen 

Battle Cries, 
AIDS and the Arts: 

A Growing S.F. Positive Art Movement 

Historical ironies are historical ironies. The worst of circumstances produce the 
most dynamic of arts. Jazz music was born out of the spirituals of slavery. The Florentine 
Renaissance was born out of a the Black Plague. Expressionism was born out of the carnage 
of World War I. Arts communities have been devastated by AIDS (see Fong-Torres, 1993). 
This loss has metamorphosized into a dynamic progression in the arts in San Francisco. Art 
work produced in San Francisco by visual artists with AIDS covers an impressively wide 
emotional and intellectual territory, bringing into its multi-fold themes of hardship, 
community, reification, autonomy, separateness and liberation. The work of the San 
Francisco positive art movement allows members to reconcile themselves with irrevocable 
pasts, losses, and joys of previous eras through catharsis. Marcuse (1977: 73) suggests that 
"remembrance of things past would become a mode of struggle for changing the world. " 
Whether or not the work possesses a style all its own is for academics to debate. But one 
thing is certain, most of this art is strong enough in content and inform to constitute a 
movement all its own. Per recalls the first wave of artists he knew who were hit by the 
plague and what happened to their worlds. 

Per The fact that all these wonderful things were going on- that got my admiration for the 
Bay Area. I went to lots art openings and museums; here were all these cute little galleries 
and parties and flowers and wonderful stuff. Working artists lived here and other queens and 
friends would cater to make wonderful events happen. 
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Of course when AIDS came around, many of these artists were some of the first 
people to get sick. So, of course, the people who were making all the food, the flowers and 
all the arrangements were the first in line to care for these people. There was all this hysteria: 
don't touch, and use rubbers and gloves. The police were wearing gas masks. They had the 
riot gear. That was the end of many of the parties. 

It created big holes in the whole arts communities; creative people who were 
established and all of a sudden they were just taken away from this place. So it changed the 
face of art. The art that followed sort of gives you a portrait of what's going on in this city. 
You can look at art and you can sort of go: What's going on here? Who are these people? 
So it became very dark and kind of like the music scene. I don't like the music through the 
'80s but I went out dancing anyway. And then the '70s came back and I feel so happy. 
("Then the '80s came back," I add.) I think we should get past the '80s. It's the '90s now and 
let's get real. Let's get smart. Time to wake up. 

Battle Cries The Visual AID Show, Spring '95 

The smokers stood in the yard outside the warehouse on Alabama Street at "Battle 
Cries, " a show of work by Visual AIDS artists. Nancy was inside Robin's Tichane's stuff 
also showed inside. Several hundred people came to the show, a large number for a local 
showing. Best of all everyone appeared to be having a great time viewing the eclectic survey 
of pure emotion displayed. Visual AIDS artists buck the '80s trend of artist as superstar 
glam. They paint without the filters of expensive materials seen so often today (witness 
Robert Longo's work). Refreshingly, Visual AID shows lack the pathos of the artist in search 
of originality, in search of an uncommon way of commenting on a world we all already know 
is as dark as ever ( witness the recent Bruce Neuman show at New York MOMA ). In the face 
of AIDS epidemic, these artists have no need for gimmicks. Using, for the most part, basic 
materials such as pencils, paint, canvas or paper, the artist with AIDS need not search for 
subject matter; the work inside expresses elements of anger, fear, frustration, emancipation 
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and spirituality accompanying life with HIV disease. There is no internal frame of reference 
which excludes the audience. The show fails to force-feed the notion that the relativity of 
lenses through which we view circumstances of our modern age has left us all taking 
desperately entangled strolls within drastically separated playing fields. At the Visual AID 
show, most everyone appears on the same page observing one extraordinary common theme: 
the complexities of life in plague time. 

Outside, Marcos Reyes smoked Marlboro Reds, wore jeans, a long overcoat, wire rim 
glasses and had a yellow scarf wrapped around his neck. He greeted me in his usual friendly 
manner and we talked over a cigarette. Marcos frequently visits the building, as he was 
working with a couple of the artists in residence for the Positive Art Program. As we 
compared notes about the show, I noticed the group of colorful pins on his jacket 
proclaiming respectively, "I've Got a Huge Dick!" "I'm Illegal!" and "I'm Positive. " "Well 
that's all we need to know now isn't it?" I commented. Assuming he had put himself and his 
status out as public information, I pitched Marcos to grant me an interview . He agreed. 

Our interview coninued with the question of the function of private information 
serving as public protest. Marcos told me about his life in Mexico City as a psychology 
student and counselor only to be treated like a gardener in the U.S.. The process of being 
told he could no longer receive services because he was illegal, due to Proposition 187, 
illustrated that he did not exist; being told that he was gay and was going to die told him that 
his voice did not exist. After that period of cultural/personal flattening, Marcus came out. 
He talked about the process of finding his voice again as a triple "other": illegal, gay, and 
HIV positive. As we drank coffee at Muddy Waters at the corner of 16th and Mission, 
Marcos explained that the social construct built around HIV is even more painful than the 
physical ramifications of the disease itself. Through expression he found his way out of the 
no exit. 

I'm discovering I got a really bad identity crisis right after I move up here. I got to this 
point where I didn't know who the hell I was. While living in L.A., I did everything you can 
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imagine until finally I landed in this place in a pet supply store where I worked for four years. 
It was a survival I guess. I didn't mind. I had to pay my bills like everybody else and I 
wanted to get somewhere. But it was more difficult than I thought. I don't think it was the 
city by itself. I was getting sicker and I started public assistance and I was humiliated. I 
didn't want to do it. The problem with AIDS I think is the very slow progression of 
symptoms and in order for you to survive, at least at this time, you have to invest more time 
in your health. When I applied for those services, I felt like I had failed. After all I don't 
have control of my life and you are witnessing, for once, the decay. How long it will take I 
don't know but it's a social illness after all too. 

Here is another thing, now all this business related to Proposition 187 bla, bla, bla, it's 
like they are bringing all these images on TV about immigrants being criminals. You wonder 
where all these people came with all those ideas and how much the general population 
believes them. So that's another issue that we had to fight. It's like, I'm not a criminal. I'm a 
very productive person. You have to explain this a lot to yourself because at that point you 
think, Is that really my image? 

Sometimes it's just like a double stigma or three times the stigma. You are from 
another ethnic group, you have a contagious disease, and you have another sexual preference. 
Those are aspects that define my person. I discovered after this identity crisis I had a year 
ago that I didn't have any voice. I was losing control again of my life. I was getting sicker 
and I thought I was at the the "no exit" point. I was stuck. All my motivation was gone. I 
was getting angry and tired of people. Fighting these stereotypes can be very draining 
sometimes. One time I was in college. I was in one of my classes and I was with a group 
of people talking. This woman was asking this guy about fixing something in her house, 
some kind of gardening work or construction work. I was just listening. She looks at me 
and she asks me, "Do you want to do this job?" I told her, "No, I don't know how to do that. 
I never done it before." Then she looks at me like, "So how do you do for a living." And I 
went just red because for the first time, I felt like she sees my face and she expects that I 
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should be cleaning houses. She doesn't imagine that I have a degree in psychology. She 
doesn't imagine that I'm a manager in a business place. The other one is when people ask me 
if I like burritos and they say, "Well you're Mexican aren't you?" And I say, "Yea, but we 
don't have burritos in Mexico City." See, you have to explain yourself in many aspects. 

I was in this point of no exit and I didn't know where to go. One time I discovered 
myself crying because I didn't know who the hell I was. I wasn't the professional that left 
Mexico, 'cause I haven't done this in a long time. I wasn't a photographer because I didn't feel 
like creating anything. I didn't want to be the manager of a pet store. I felt like my dreams 
were some place else. But then I kept telling me, well I have to take responsibility for all my 
choices. The way I rescued this which I believe is like a self esteem issue is to talk about this. 

When you saw me with my pins at the art show, I discovered that I was actually a 
public figure. I realized that I was doing a job. It was not just that I have two pictures on the 
wall, but the fact that I was there and that people wanted to talk with me. I discovered that 
voice again, a very badly needed voice. I guess the more you are portrayed as something that 
you don't identify with, the more you want to. You have to let people know it's not this way. 
It doesn't work that way. I decided to use that voice in my photography. 

We have to have a political consciousness about what it means to be HIV positive. 
Now my position is I don't care; I won't apologize. Yes, I'm HIV positive. It took me a long 
time to accept this AIDS. And yea, I'm Latino and I don't apologize for that. If you believe 
something else that's your problem. The worst part of this is that you have the ability to vote 
and I don't. You count and I don't, but I have a voice. 

Robin Tichane In addition to being a wonderful story teller, Robin Tichane stands as one of 
the city's new generation of artists. Tichane 's work offers new paradigms with which to 
consider the world of AIDS. As a participant in the Students for a Democratic Society and 
the Anti-War Movement before he got involved in the Gay Liberation Movement of the 70s, 
elements of the battle for personal freedom were not unfamiliar to him especially as San 
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Francisco began to feel like a city under siege by AIDS in the early '80s. Liberation takes 
many forms in Tichane's work. His 1994 show "AIDS INTO ART: A LOOK IN, NOT AT!" 
exhibited at three San Francisco locations over three months. The show incorporated his 
suite of wood block prints entitled "AIDS' Dark Terrain: Twelve Stations from a Yankee 
Pilgrim. " The 12 prints, each a horizon of sorts, serve as allegories for internal and external 
panoramas. In Tichane's world, physical terrains meld into psychological landscapes. I 
asked him about his formidable task of "creating a visual equivalent to the emotional 
response to HIV infection. " 

Oh, I get goose bumps, see (showing me his arm). To me it's very exciting. I feel 
very fortunate, I've had enough time in friends who have died and my Buddy who died and 
my own diagnosis to kind of stand back and begin to develop a little perspective. Because of 
my conservation work I'm used to projecting into past eras and back into say early 19th 
century American transcendental landscapes or medieval icons and to try to envision different 
cultures. But it takes perspective to begin to kind of realize where the elements of that are. 
By retiring when I did, I've had enough time to begin to have some perspective on what is 
happening today and in the near future. 

Engaged Art... 

Nancy Lemoins I don't know what people do understand about this. I do understand that 
there is a lot of denial in terms of women. I think women are still kind of in that, "I can't get 
it," stage, especially sexually. I can't say anything that everybody hasn't said a thousand 
times. In fact, the painting I'm doing right now is, "It Could Have Been You." I'm not any 
different. It's so funny, it's just exactly like this painting which also says, "Look through what 
separates us." People do that enough; they look at me and go, "She was this and that's why it 
couldn't be me." I'm pretty poor so I use my Rainbow Card and my Visual AID stuff. I get a 
lot of that attitude from people. I just want to say, "Fuck you." I used to be intimidated by 
that and now I'm just very angry and kind of militant. I just won't take that attitude at all. 
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I really came to this realization that I know I'm going to die of this. I used to think 
that maybe I wasn't, but I know I will. I don't know how soon its going to be, but in 50 years 
or 20 years or however many years when there's a cure and this is all over and it's some little 
footnote in a history book, I want there to be something that names people and feelings and 
emotions and is a really personal vision. Art is the best historian; it's the most personal 
historian. That's why I do what I do. 

Everything I do is HIV related now. I had a really hard time with that for a long time. 
I don't know if I want to be so overt and like use words like, "It could have been you," in a 
painting. But I just gave into it and it's OK. I actually had an opening at this HIV showing on 
Sunday. You know, the companion piece to the "I'll not go gently" one. This woman was 
sobbing. It's what every artist wants. She was like, "This is so great. This is it. You're 
saying what I want to hear." That's what makes me keep painting because I certainly don't 
sell paintings. I know that people really like my stuff, but they don't want that much HIV in 
their living room. It's hard for people and I respect that. 

Representations of AIDS 

Robin Tichane A lot of the images of AIDS that are current, if not trendy, if not say, from 
the '80s almost through to today are black and white photographs of people with AIDS. That's 
what I think the general public associates with art about AIDS. In addition, they very often 
are by artists who do not have an AIDS diagnosis and they are not caring for a person with 
AIDS. Many of them are professional photographers who go in and take very close up snap 
shots of faces. They are kind of big blown up heads and confrontational and horrific. I find 
them very disturbing. I think they are taking advantage of a bruised group of people. It's very 
voyeuristic and it's not benefiting the people who are being photographed. It's book 
publishers making money from the publications of these books. By having their things in 
both the Museum of Modern Art Portrait Collection and the Museum of Black and White 
Photographers, they are making a buck out of it, whereas there are some gay artists who say 
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have lovers who are dying of AIDS and they take photographs of them. There's a 
sympathetic non confrontational look. I am very offended by a lot of that looking "at." It's a 
journalistic approach the broadcast media and the print media use to sell television and 
newspapers. Even the AIDS Foundation has hired Annie Lebowitz, paid hard cash to her, to 
take these photographs and I am just appalled. 

I had already been working on the thrust of my work of being a little more understated 
in the dark plains before I was too explicit about the subject matter. It was an interior look. I 
think one of the difficult things about AIDS is the look of the disease, which frightens and 
scares most people. You know the legions and the gaunt look and the pneumonia 
complications. I think people do have an inner life. When people become so sick, they go 
look at themselves in the mirror in the bathroom and they have a lot less esteem simply 
because of the way they look, but their inner life is still them and that's their core. I think 
people have to make a real effort to get beyond the look of AIDS and to think about the value 
of people inside. That hasn't changed. People have to feel that they have worth and can still 
contribute, even though to look at them it's very horrific. That is what I want to try to get 
across, that you can have an inner life, that you have value and work. Right now physically I 
am pretty together, but there's gonna be a point where I don't look so great, but I still will 
have that inner core. So that's what I mean when I say "AIDS Into Art: A Look In Not At." 

A Reason To Paint... 

Robert Boulanget AIDS has definitely given me permission to paint. You don't need that. 
Some people would say why do you need permission. Not all of us are all alike. We're all 
here to learn things. I think I discovered my creative energy and that was Tom. I truly 
believe I inherited a lot of that. I look at things and I see paintings everywhere and I sort of 
frame everything. It's really weird. It started after Tom died. I saw beauty everywhere. 
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Chapter Nineteen 

AZT y White Lab Coats, and Cultural 
Arrogance... 

A Place Where Medicine is the Only God.... 

The story of the events precipitating today's evolving relationship between doctors 
and patients plays a dynamic role within this history. Many of the epidemic 's greatest heroes 
were doctors. Others were uncomfortable working with a new disease in which little was 
known, the clues around which suggusted it was aquired through deviant means. Although 
some PWA 's have very good relationships with their doctors, others had traumatic 
relationships. These are the stories ofAZT, toxicity, cultural arrogance, and unintended 
abuse of authority. 

A review of the underlying power dynamics within the social structure puts the 
doctor/patient relationship into context. 

Gods and Hero 's 

Structures of organizations reflect the myths of their institutional environment (Meyer 
& Rowan, 1983: 22). Myths of the medical profession date back to the antiquities. When 
Asclepius, the son of Apollo, surpassed his father in knowledge of curing the ill, the Fates 
grew angry. In the end, Ascepious' hubris reached a point where he was accepting payment 
in gold for bringing the dead back to life and the Fates struck him down by thunder bolt 
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(D'Aulaire, 1962: 98-9). 

Today's spin on this myth suggests that doctors work from enlightened premises 
without having to worry about the wrath of the gods. Within the authoritarian doctrine of the 
Doctor/Patient relationship, the doctor and the patient have traditionally followed strict 
delineated roles (Parsons, 1951 : 429-30). This frame forms rigid social obligations and 
expectations for both the doctor and the patient. The doctor, the trained medical 
professional, is entrusted with responsibility to manage the illness of the patient (Meyer & 
Rowan, 1983: 22). The role of the patient is to accept passively the advice, expertise, 
treatment, and therapy of the doctor (Parsons, 1951 : 429-30). 

The problem of health is intimately involved within the functional necessities of the 
social system. Health is a prerequisite of the productivity. Lack of health is perceived as 
dysfunctional; it prevents the individual from fulfilling h/her social obligiations to be a 
productive citizen. To the extent that health is controllable through responsible behavior, 
there is afunctional interest of the society to control and minimize illness. Illness stems from 
laziness. Exposure to illness is perceived as motivated, the result of unconscious wishes to 
be injured so as not to have to play out the traditional expectation or work. For these 
reasons people bring about sickness themselves. (Parsons, P. 1951 : p. 429-30). Traditional 
morality explains many of the public health policies taken and not taken around the AIDS 
epidemic (Murray and Payne, 1988:13, Bersani, 1988:197, Rofes, 1996:115). 

No News, Good Advices & Selective Obervation by the Experts 

In the early years of the AIDS epidemic, there was no form of treatment. Doctors had 
to admit they knew absolutely nothing, something doctors are not very good at. Very little 
was certain about the disease except that GRID or the Gay Plague appeared terminal. The 
inability to explain much about even the transmission routes of the disease in the early years 
threatened the high status of medicine in the US society. Without a medical fix for HIV, 
medical practitioners blamed PWA 'sfor their noncompliance to bourgeois mores. 
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Consciously or unconsciously, medical professionals condemned their ill patients for their 
perceived deviations from normal behavior and lack of adherence to conventional lifestyles. 
(See Cynora Jones in Chapter Twelve). The obligation to legitimate their prestige and 
authority created a pressure for the medical establishment to do something about the 
epidemic (Murray and Payne, 1988: 13). The result was AZT. 

Doctors are trained to present their information with the full power of medical 
authority, as absolute truth. "You are going to die within a year, " doctors told patient after 
patient, presenting what little information they had as absolute fact. When AZT, the first 
apparent medical breakthrough in the epidemic, appeared, doctors presented its use as 
gospel. ( Granted, the AIDS activists took a Faustian gamble when they pushed the FDA to 
release new drugs.) Doctors could have advised their patients on the risks of AZT but 
instead advocated for it . 

As the Milligram lab coat experiment demonstrated, the authority and power of a 
trained doctor in a prestigious institution is immensely intimidating. Doctors are respected 
as authorities in our society. But with such authority, comes immense responsibility. Many 
doctors, through immaturity and hastiness, abused that responsibility using its full power to 
encourage their patients take AZT. Consequently, hesitant PWA 's took it anyway. People 
have a difficult time standing up such doctrines. Doctors did not take the complaints by AZT 
consumers about side effects into account. By '94, as news of AZT s "limited usefulness" hit 
the journals, doctors were forced to admit many of their patients' instincts had been right 
("The Second Wave, " Reuters, August 1995). 

The following are the reactions of people who were told they were going to die or 
were repeatedly encouraged to take AZT despite the side effects. Many clinical trials today 
require that patients have no history of AZT. Those who have taken AZT are not allowed 
participate in these trials. These specific views about treatment are not presented as facts; I 
do not vouch for accuracy of the events in these stories. However, the bewilderment and 
negative views of the medical establishment are also facts. This chapter allows interviewees 
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to tell stories about a progession which makes a habit of ignoring their voices. November 
'95, the Journal of the American Medical Association published another report that doctors 
regularly ignore or misunderstand patients' requests (Gilbert 1995; SUPPORT, 1995). 
Reports of doctors' refusals to follow patient directives have become a regular occurrences 
(Lewin, 1996). Here are the voices behind these reports. For those mistreated, too often 
their pain, their bewilderment and their wisdom has not been heard. 

Marija Mrdjenovic When I have observational researchers look at me, they are not looking 
at me, they are looking at my illnesses. One of 

the arguments that you hear all the time is that, "Well, it might help the HIV." So let it! You 
know? (Laughs.) As long as it helps me, my body might be able to better fight the HIV. But 
the attitude of a lot of the doctors is, "I am God. I, alone can save you; I can come up with a 
cure." It's that Superman image. Unfortunately, the only thing that can really cure anyone is 
their own body and that is totally overlooked. 

Modern medicine is the military. From the Civil War on, every hospital was designed 
to use the military approach to solving illness, finding the magic bullet, being that conquering 
general 

prevailed. You can't order the body to heal you've got to help it. 

Chata Now, people are all of a sudden using, "Alternative Medicine!" They are using 
traditional Native American herb rituals, using Chinese acupuncture and pressures and herbs 
and medicines. Here is medicine that has been with us for thousands of years and now all of 
a sudden it's, "alternative therapy." The scientists around the United States and the people 
around the world are finally honoring it. 

Cautionary Tales, Part One - Prognoses of Death 

Jay, Brad, Cynora, Phillip, Hazel, and Art among other interviewees were given life 
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expectancies by their doctors. They tell similar stories. 

Jay Segal The day you got your results back is sort of blown away. I did the normal HIV 
cocoon where you just hide. You take a lot of showers 'cause you feel dirty, major 
depression. Also back then and they still do today doctors are totally stupid, somehow think 
they're Gods they give you life expectancies. Doctors cannot give a life expectancy. God 
does. And that is wrong because the thing that 
destroys the most T-Cells the fastest is stress. Depression is stress. 

Brad Sherbert My doctor gave me an AIDS diagnosis because I had thrush down to my 
lungs. I don't know about now, but back in '88 when you had thrush that goes all the way 
down to the esophagus, they gave you a terminal prognosis 'cause they said they couldn't stop 
it. And they told me I'd be dead in six months. 

Phillip Blazer Back in '87 I made these trips back and forth to Sacramento trying to get 
involved with this drug trial that Jonas Salk was developing. At the time, it was something 
they were going to come out with in months and they were getting volunteers. And they 
made it very clear that if your T-Cells were under a certain level, they couldn't use you 
because you were going to be dead in a year. Point blank, that's what they said to this whole 
crowd of people at Davis. Well mine was below this certain level and they called me up at 
work to tell me this. You need to start taking this and this and this, this whole list of stuff. 
And I flipped. I remember running down the stairs of my building downtown and buying all 
these overpriced vitamins at one of these smoke shops in the high rise. I was panicking. 
That was in '87. So I guess they didn't know what they were talking about. 



Ugly Memories - WARNING: TOXIC MATERIALS 

John Cailleau There was one guy I knew with HIV who looked like a Pillsbury Doughboy 
because he was taking vitamin C infusions Doctors were advocating. This guy had to get 
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hooked up to the usual IV bag at least once a day during the retreat so he could get his 
vitamin C, end up with this puffy moon face. That was pretty much a guinea pig situation. 

Darnell Davis When my lover started the radiation treatments, his doctor says, "Oh, you just 
have a little hair fall out and that's it." This man, he lived on the pride of his hair. All his 
hair fell out. Then he said they said it would clear up for the KS Lesions and it did not clear 
up. Finally, close to the end he says, "Baby, will you be mad at me if I stop?" I says "No. If 
you want to stop, you stop; I'm behind you 100 percent." 

A lot of people are taking things that are making them ill. I met a guy the other day 
that's taking Septra. And some people just can't take it. His doctor says, "Well, break it in 
quarters and take it." If your body don't want it, don't fucking put it in it. If your body's 
rejecting it, the doctor should never have convinced him to take it. Listen to your body. 
Doctors take this thing too lightly. Too many doctors do not educate themselves on what's 
going on. 

Cynora I got diagnosed at this clinic with HIV so they directed me to the AIDS clinic in 
L.A. and I didn't really know which, I knew AIDS? HIV? what? It's still not really clicking, 
OK? I don't know if I can tell you this. (Tears flow). So once I got there, oh God this is 
really..., they put me in a fucking sterile room with 50 other people and they're talking over 
our God damn heads ! I don't know why I'm there! What am I doing? The doctor they put 
me in the room with, I'm sitting there in this clinical space and he comes in and tells me, 
"You have AIDS." I DON'T KNOW HIS FUCKING NAME! !! Do you know what I'm 
saying!?! ! I get angry about this, still. I'm sitting there and I start crying. He says, "Save 
your tears, you're going to need your strength for the disease," 
and walked out. OK, I have been stigmatized in 30 seconds, OK? 

The Real Life Story of the First Medical Responce - AZT 
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Art If people believe there is nothing then they'll take what comes and there is money. And 
doctors are scared, another thing they often won't cop to. If a doctor is scared, bases will be 
covered even if it's something he knows nothing about. Present it with some semblance of 
certainty, "This is good for you" when they don't know; and patients will listen 'cause they 
don't know. "I'll do what my doctor tells me." 

Jay Segal Treatment, I'm skeptical. I have been in several studies including 016 which was 
the first AZT study. It killed my two best friends within a month, AZT related liver toxic 
disease. They were alcoholics. You can't drink and do AZT at the same time. But the only 
way to get these drugs now is in the studies because if you wait for them to be approved, 
you'll be dead. You gotta play their games. 

Mark Stanger I started taking AZT about six years ago. Eight years ago it was 12 capsules 
a day, people were running around with beepers. There was even something on the national 
news about the new San Francisco Mantra, you're in the subway or anywhere and you can 
hear beepers going off. There were two schools then. There were people who felt or 
intuitively hoped that AZT was some life-giving drug that every four hours gets into your 
body and those who rejected it because it was the only one the government approved. And it 
wasn't all that effective. I was one of these people who like a good little monk, I set my clock 
at 3:00 A.M., wake up, pop two pills and I would fall right to sleep. Now I'm happy taking 
four to six tablets a day. 

Phillip Blazer I took it for about four years, I have not taken it for a long time. The only 
problem I had with it was the alarm going off in the middle of the night and that alarm going 
off and having to reach for a bottle of AZT. I would wake up the next day and find a pile of 
AZT I had spilled all over the floor. The doctor told me later that I didn't have 
to take it in the middle of the night. 
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Jay Segal When I started the AZT, they were extremely stupid back then. They gave 2,400 
milligrams a day. Now they give 300. It's a very toxic drug. But it's the most effective drug 
that we've come up with (as of '94). It's had the most benefits, the most years of life, the most 
years of quality life then all other quality drugs combined and everybody hates it. Yucky side 
effects on it. It causes anemia in a lot of people. It causes fatigue from the anemia. It causes 
muscle wasting; you lose your butt. You have to go to the gym to put on muscles all the time 
because the disease and the drugs all eat the muscles. 

AZT is a good drug. It got a lot of bad press lately. It doesn't work on everybody. It 
only works for X amount of time and X is different in everybody. But it does work. People 
should at least try it. If it works for you, wonderful, congratulations, you're a miracle baby. 
If it doesn't work for you try another one. The list goes on forever. 

The idea of taking anti-retrol-virals is to prolong your life and wait and stall and wait 
for the cure to come along. The cure's not going to come along, so that theory is completely 
debunked. But you can get a couple of really quality years of life. 

Paul Greenbaum When I first started, AZT hadn't even been approved. It was actually 
approved for all the people under 200 T-cells the week that I was diagnosed , thankfully that's 
not the way they do it now. It is a potent anti- viral for a year or so, but like I said I had high 
T-cells. I was taking AZT in combination with DDT even when my T-cells were a few 
hundred and I think maintaining a part of it. But there is a time after you become intolerant 
of it and that happened to me. Only we didn't know too much back in '89 or '90 about AZT 
and tolerance because people hadn't been taking it long enough. They either became 
intolerant of it with the first pill they took or they were successful at taking it. No one 
thought that after a year or two years that you could develop a tolerance but I became 
intolerant. I endured for several months continuing to take it before we kind of put it all 
together. I don't think it did any permanent damage but I must say I could sense a toxicity in 
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my body. 

Cautionary Tales - Part Two 

"If you don 't take AZT I'm going to stop seeing you as your doctor, " Gabrielle, 
Hazel, and Marija were all infomed by their doctors. Other doctors merely ignored 
complaints about side effects. 

Marija Mrdjenovic At one point everyone wanted me to take AZT i.e., "You have to take 
AZT." Well, I had had a very dear friend, who had AIDS, and had died after he'd been given 
1,200 milligrams of AZT. A complete overdose. At that time, as is now the case, the drug 
companies always go to the high end when they're testing their drugs. There have been so 
many people who have died of drug overdoses in clinical trials. You apply that to women 
and not only are they lower in body weight, they have a whole different immune system. 
You're giving them something that is even more than an overdose, it's an over-overdose. 

One doctor wanted me to take these huge amounts of AZT and I refused. He said, 
"Well, if you don't take AZT I'm going to stop seeing you as your doctor." There was that 
attitude of, "I know what's best for you." I was convinced that AZT was not the answer. 
They wanted me to take like 600 to 800 milligrams and nowadays the optimum dosage is 
something like 300 to 600. They're still trying to push it up so they can sell more of the 
drugs, but literally, 300 was enough to give me arthritic symptoms and enough to bring my 
white cell count down. 

Nancy Lemoins I took AZT for about three days once and then I threw the bottle out my 
kitchen window. That was like when it cost so much money. It just made me throw up 
constantly. I was much healthier. I had about 700 T-cells so it didn't even seem imminent. 

At that meeting last night all the women had taken it for like a week and then they 
quit. Where all the men were like, yea, I've been on AZT for 47 years. 
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Phillip Blazer Then I just started feeling like I was getting toxic. I was having light skin 
problems that could have been the results of something else. And I cut my dosage in half. I 
went from 1,200 to 600 milligrams. Within two weeks, the CDC recommended that people 
halve their dosages. Then there was a lot of information about the body becoming immune to 
it after a while and not being able to fight back, it losing its effectiveness. I haven't really 
taken AZT for four years. 

Hazel Back then there was like all this talk about how doctors are putting people on 
medication right away when they are first diagnosed. They were treating them like guinea 
pigs and they were still dying. I didn't want to be a guinea pig. I didn't want to trust this 
doctor although I felt like he was really sincere in his actions. He was very supportive. He 
said, "You are HIV positive. You have two and a half, three hundred something T-cells." He 
says, "You have under 500 T-cells. You need to get on AZT." I says, "Really, what about 
my tonsils?" 

I really was against it but I took it anyway 'cause I thought well maybe I should do 
something. That's when I really started to feel that I was infected. My body was like tired all 
the time. I was nauseous. I was dizzy. So after two weeks I told them I was not taking it any 
more. I said I felt better without that. He says, "Well, OK it's your choice." 

But I still wanted to go to the doctor often. I didn't want to take anything but I still 
wanted to see the doctor once a week. So I got my tonsils out and my lymphs were swollen 
and I said to him, "What is this?" And he said, "Your body is probably infectious so they're 
going to be swollen." He says, "But you really need to worry when they go down. That 
means that you are close to the end." I said, "Well how long is that going to take?" He said, 
"About a year." This was in March of '90. So from when he told me, I thought I had a year to 
live and I flipped out. 

Raoul Thomas It's a slow buildup where you just feel sleepy all the time. You can't get up 
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in the morning. You have a cup of coffee and still are not able to get going and then just 
throughout the day you feel like you need to have a nap. But the world doesn't stop because 
you're 

tired. It feels like severe depression. That's the worst part of it. 

Cynora Then, there was a wonderful doctor who prescribed me AZT. I was definitely 
allergic to it. You know, it just ached everywhere. My tongue swoll up where I was talking 
(slurrs words) just like tttthhhiss. So he changed me to DDI. (Laughs.) I was running into 
walls, literally, and I'd watch my body spasm. And I said, This is not for me. (Laughs.) 
If this is a cure, I think I'll do without it. 

Playing the System and Being Played... 

It takes a lot to keep on getting up and saying fuck it, I'm fighting. Every time you get 
bad news, it takes more for acceptance. I just got more bad news last week. Then you gotta 
deal with the system. They may have a drug over here that might help you and because you 
don't fit that criteria you don't get in on the lottery. I got 86'd out of a trial because I took 
DDI for two weeks, even though I'm allergic to it. 

Marija Mrdjenovic I did end up taking it because I wanted to get in on a study, a clinical 
trial, and that was a prerequisite. Many many trials have prerequisites in which you have to 
be taking AZT. It was a tradeoff. Most of the time women are not involved in clinical trials 
either, because of their T-cell count. Women have never really looked into clinical trials as a 
group, they've always gone into the observational trials because at least there they get care. 

Women 's Physical 

Most AIDS doctors don't think that gyne care is important or significant to women 
with AIDS. In reality you don't have one doctor, you have two. You have your regular 
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doctor for AIDS and then you have your gynecologist. Men do not face that. And then, when 
they do go into these doctors offices and they do get the gyne exams, the exams are often 
times flawed. The nurses can only tell you if something is right or wrong, they cannot tell you 
how it's right or how it's wrong. 

There's a huge fundamental lack of knowledge. There are some doctors who have 
worked with women with HIV, but very few that are offering any answers at all. The problem 
has been that, traditionally, gynecology has been given less priority. The only reason it was 
studied at all was because of women having children. 

Nancy Lemoins When I was really sick I stopped bleeding for a year. I know a lot of 
women have like pre cancer stuff, yeah absolutely. I never had anything, you know. Also, 
the yeast that men get in their mouths, women get vaginally.... Generally, I've had really good 
luck with doctors. I just found this really amazing women a long time ago. 

"We've got to stop guessing. " 

Marija Mrdjenovic Everyone is stuck in the past. It's the way that they've always done it, 
the way that they feel is the only way it should be done. And it's just as barbaric, it's just as 
tortured, it's as unnecessary as any of the so-called cures of the past. We shouldn't be looking 
for a drug answer; we shouldn't be looking for a vaccine answer. We should be looking at the 
human body and seeing how individual it is, how every individual has a different genetic 
make-up, how every individual has a different way of staying alive. We recognize 
distinctions in terms of ages with children and elderly people; their age is taken into 
consideration. But for some reason we still treat women as half men, and expect them to have 
the same dosages as men, the same results as men, the same reactions as men. It's just not 
happening. If the doctors and if the researchers could finally just come together and say, "We 
were wrong. We were wrong; let's try this route let's try helping the body help itself." A lot of 
the alternative therapists are saying that, but what they are offering is just herbal remedies. 
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There's nothing wrong with a herbal remedy; it'll certainly not give you side effects like a 
drug will. But by the same token, it's a guess too. We've got to stop guessing about what's 
going wrong with the body. We've got cars. We put gas in the tank because we know that if 
we put sugar or something else in the tank it'll destroy the car. But we're willing to put sugar 
in the tank in people. We're willing to really screw up the whole human system because we 
don't understand it. The immune system can provide answers that people have never 
dreamed of. Until the doctors give up this notion of being pharmacists and pharmaceutical 
companies can start looking toward therapy, we're just going to see more of the same. 

The Profit Motive 

Raoul Thomas Oh there are so many conspiracy theories around AZT that not only I 
have thought of. Lots of people I know who are now since dead talked about the kickbacks 
the doctors would get for all the prescriptions they wrote, also kickbacks for information that 
they don't give as well as the prescriptions that they do write. 

Nancy Lemoins I just have to tell you about this thing that happened last night. Along with 
the DeYoung, it was the biggest example of censorship I have experienced. I was at this 
panel and we were paid to talk about anti- viral medication except that those of us who had 
said we were anti-drugs were totally shut out. We were not allowed to speak at all. I was 
paid to come there to speak but once they found out where I stood I wasn't able to make a 
point anywhere. They just let those who believed in them talk about them. 

Marija Mrdjenovic There are several drug manufacturers who for years have been funding 
research into protease inhibitors. Now they're finding that these ideas that we had about 
coming out with a drug, a magic bullet, are not working. So they're willing to give up on 
AIDS entirely and not do any more research because their idea of what the answer might be 
just didn't come out. Rather than look at something else, and rather than promote other 
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therapies, they're willing to just wash their hands of the whole thing. There are answers that 
makes sense. But unless it makes money, it's not gonna be tried. 

Nancy Lemoins There is this drug they just came up, it's a cure for like whatever makes you 
go blind. You use such small amounts of this drug and it's so cheap that they won't even put 
it on the market. That's insane. I really hate how this whole AIDS thing has become an 
industry and it's so far apart from what people need. It scares the shit out of me. It's like me 
and this protease inhibitor; I have such mixed feelings about being on this drug. I really, my 
legs hurt a lot. I'm really tired and that bothers me. I think they're really abusing us. 

"They have no idea of the effect of the treatments. " 

Cynora Jones That was a month of taking anti-retro virols and from that I now have 
peripheral neuropathy, damaged nerves on my right side because of medication, OK. 

Phillip Blazer It was Cinco de Mayo, May 5th, three years ago maybe. I was coming 

back from Civic Center. Septra and Vactrum are sulphuric drugs. I had had a reaction to 
them and I had to pull over. It hit me so fast and so hard to the point where I was losing 
control of the car. I just stopped my Volkswagen in the middle of the street and went over to 
Dolores Park and lay down in the park. I was there for about 20 or 30 minutes and someone 
who saw me came up and said, "They're going to tow your car." I lived nearby so I drove 
home. My roommate tended to me the rest of the day and evening. I had the chills, the 
sweats, the high fevers, aches, putting ice packs all over me. Finally I went to the emergency 
room. I was in a great deal of pain. 

Marija Mrdjenovic But to get from here to there it's gonna take a lot more people 
screaming at them basically saying, "These drugs are not answers. We want to see something 
that will actually help our bodies." Antibiotics do not help the body. The combination 
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therapies have killed so many people. I was taking at one point ten different drugs! But as 
long as I've stayed off of drugs, I feel better. The problem is here that doctors do not believe 
that you can survive AIDS if you go off the drugs. They will never ever see the harm that 
those drugs have done. Never. 

And the drugs that they give you. With Septra, they give you the drug, see if you have 
a nasty side effect, and then take you off of it. Did you ever see the movie "Death Becomes 
Her?" She's given this potion so that she's going to be beautiful forever, but that she will 
need to be repaired over time. And they tell her the side effects after she's drunk it. And she 
goes, "Now you tell me? Now?" (Laughs.) And it's like that. 

Just because a drug has a good effect doesn't mean that we should disregard a bad 
one. Treatment is something that does not give you side effects; it should be something that 
nourishes. Treatment is something that does not make you sick (Laughs). It's like the adage, 
"the operation was a success but the patient died." That's what's going on here. 

Cynora Jones It's just more of man's inhumanity to man. You've got the Tuskegee Episode 
(see Ji-Ahante Sibert, 1994). I liken this. I've had a lot of problems they could have been 
corrected. I was going to a male doctor and instead of him pushing for me to get the 
operation, he sedated me for two years on codeine Fours. Eventually I had to have a total 
hysterectomy. I'm looking at this-Silence them, sedate them and maybe they'll go away. It's 
because of lack of education and because we look at doctors as Gods. 

Darnell Davis My goal is to just rock the fucking boat any and every way I can because there 
are things that need to be let out into public. There are things that need to be known and 
changes that need to be made. Healthwise, I'd say stop using these fucking people as guinea 
pigs. If a person chooses to take trial basis medication, fine. But also, 

tell them the whole story and not part of the story, because that's deceiving, and it's lying, and 
it's tricking people into taking shit which they know are going to kill them. I've seen it; I've 
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seen it done. 



270 



Chapter Twenty 

Evolving Notions of the Doctor/Patient 
Relationship... 

Many lost faith in their doctors when the death prognoses did not materialize. Many 
of those PWA 's lived years after diagnosis. In response, PWA 's and AIDS advocacy 
organizations have challenged the conventional power dynamics of the doctor/patient 
relationships (Emke, 1993). The culture evolves and structures adapt. Currently the medical 
establishment is loosening up its orthodoxy; medical alternatives are gaining respectability 
(Brown, 1995, Verghese, 1995). 

As the years of the disease continued with few medical breakthroughs, PWA's realized 
they needed to take more responsibility for their own treatments. Information became 
available for people with AIDS about how to best take a proactive role in their treatments 
(Project Inform, 1994). PWA's learned they could not blindly stop following to the advice of 
doctors. Through the epidemic, doctors began listening more to the needs of patients. "It's 
difficult to be in the closet with KS spots all over your face, " Cleve Jones pointed out in 
explaining why the Gay Movement has been strengthened during the epidemic. The AIDS 
epidemic has opened up the worlds of privacy and made them public. Details of Rock 
Hudson's sex life were discussed on the Five O'clock News. Gay sensuality has been brought 



271 



out of the closet. 

Other cultural secrets previously considered only in the private arena, such as 
pedophilia and domestic violence (not that I am making an analogy) have followed. The 
ACT-UP attage"SILENCE=DEATH" has changed America. Cultural institutions have 
evolved as result of such cultural reckonings. Through the O.J. Trial and the case of Warren 
Moon, quarterback of the Minnesota Vikings (Nack and Munson, 1995), the country has 
learned that domestic violence and abuse cannot be treated with silence. Ku Klux Klan 
members are not socially acceptable and cannot be treated with silence, neither can domestic 
offenders (Ghez, 1995). The Catholic Church has started hearings addressing accusation 
after accusation of pedophilia. Abusers, long tolerated through complicit silence, have been 
forced to face consequences. 

Amreican authoritarian doctrines have changed as result of the epidemic. In a 
powerful recent essay Dr. Gary R. Cohan (1996) addresses the dilemma he's felt as a 
practitioner witnessing what he calls: "my profession's Darwinian evolution. " He goes on: 
"Have we, I ask myself, managed to manage ourselves out of caring?" He goes on to 
elaborate about how work during the epidemic has changed his view of his practice and view 
of the doctor/patient relationship: 

I've always been confused by the inconsistent 
messages and illogic delivered to me during my 
medical training. Get close enough to your patient to 
know the intimate details of their life, to make 
correct diagnoses, but keep the professional walls up. 
Feign caring but don't really let yourself care too 
much. Absolutely ludicrous. Where in the Hippocratic 
oath is it written that a patient can't be a friend? And 
who the hell in my Ivy League medical school could 
ever have envisioned a battleground like AIDS? One 
where the caregivers, almost by necessity are also 
peers. One where the holocaust knows no professional 
lines. 

Suffice it to say Phil and I broke a few rules. 
In fact, we reinvented them. We discovered that a 
close, loving friendship and a concurrent doctor/ 



272 



patient relationship were not destructive or even 
mutually exclusive. In our case they were synergistic. 

Doctors have learned they need to work with their patients. Instead of just 

prescribing medicine, doctors are giving more information about pros and cons of treatment 

plans and listening to the concerns and input of their patients. AIDS has brought a evolution 

of the doctor/patient relationship (Mirken, 1995). Darnell Davis, Robert Boulanget and 

Mark Stanger comment: 

Robert Boulanget This was all in the time of Rock Hudson dying and being very sick and 
you saw it. You saw the face of AIDS on TV. On TV, you heard what everyone did in bed. 
That was the first time. Before that, maybe here in San Francisco they were a little bit more 
open to talking about the gay life but nowhere else. That's one thing AIDS has done. Is it 
good or bad? It opens up everything. It opened the closet. It opened up sex. It opens up the 
way people treat their doctors and behave with their doctors. The doctor-patient relationship, 
it changes all that completely. You take charge of yourself. Doctors never had that before. It 
was always, you watch TV, all the programs they say, 'You need to be in the hospital 
tomorrow. We're taking your tonsils out and that's it," and you do it. And now with AIDS 
people, a lot of them say, "No I don't want this; I'm not going to do that and I know what I 
want for myself." It definitely has changed that. It has changed the way people get better 
drugs because of ACT-UP. And even other sicknesses are doing the same thing as AIDS 
activists. They're dealing it the same way. 

Darnell Davis If you feel that you have a doctor that don't know what the fuck he's talking 
about, lose him; do not be afraid to change doctors. Those are your rights. When you walk 
into a doctor's office and a doctor's looking through your God damned chart cuz he don't 
know what's wrong with you, it's time to change doctors. 
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Mark Stanger Everyone said, if you come to San Francisco, the only place to get medical 
care is Ward 86 at General, whether you have insurance or not go to General. So I did that, 
and that was one of the better experiences of my life. In very depressive, peely surroundings 
I met J.B. Molligan, the nurse practitioner, and I would feel pretty terrified. I would sit there 
and shake and sweat on the examining table. He would touch me and I would jump. In a few 
short medical visits he really helped my attitude. When he felt that I should start AZT, I 
didn't want to do that and I said, 'Well maybe I will be on a study," but my blood work wasn't 
right for that and so he insisted that I start it and I said, "What if it makes me sick?" and I was 
really afraid. It was really funny. And then I said, "Do I have to back up the car to pick up all 
these pills?" 'cause I just couldn't imagine. And he said, "Well, if you cut the drama by about 
a half, we'll get it," and I needed to hear that. And the other thing, I kind of went into one of 
my frenzies and it's a kind of, in then stages of grief, it's a bargaining stage where I suddenly 
was going to adopt this perfect diet. I always had eaten pretty well but also enjoyed my 
Hagen-Dasz, so I was going to give up cappuccino. I start every morning with a latte, a very 
strong espresso left over from my early days. So I said I was going to give that up and he 
said, "Do you like that?" And I said, "I really like that." And he said, "Well then what do you 
expect to benefit? What is the benefit going to be by giving that up?" I though, "Well, 
coffee's a toxin and it takes away vitamins and all this." And the last thing he said to me that 
meant so much was at one point he said it, "It is OK to be freaked out from time to time. 
You don't have to like this every moment." It sounds just like psycho-babble but he really 
gave me permission to have my feelings. Everything I had learned in seminary about hospital 
chaplaincy and dealing with the sick and it goes back to the old Kubler-Ross thing, I think, 
the stages of grief. And they begin the minute somebody knows they have HIV: the denial, 
the anger, the bargaining, the depression, and the acceptance. I personally think that you can 
pop almost every attitude and every behavior in one of those categories and we're all doing it 
and it's all OK. 
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Finding a Middle Way 

Another thing J. B. Mulligan said to me, he says, "Each person will have their own 
strategy for dealing with this." And I tell myself and I tell other people, "You can change 
your strategy." 
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Chapter Twenty-One 

"You Gotta Give 'Em Hope... "- 

Supervisor Milk 

Living Long-Term With HIV.... 

A large number of the migration cohort of San Franciscans underwent hepatitis 
testing in the late 70s. Several interviewees participated in that study, years later had the 
blood tested, and found those samples to be HIV positive. There are specific definitions of 
"Long Term Survivor, " according to the CDC. Living long-term with HIV has more to do 
with the simple idea of putting together quality years with HIV. Some researchers call those 
who have tested positive for HIV without progressing to AIDS, "nonprogressors, " (Simmons, 
1995). Theories abound as to how why some live long term with HIV. Some suggest 

it is genetic (Altman,96J, "Health"); others that its luck. 

Many were brazen enough not to take any medication when prodded by doctors. "Is it going 
to kill the HIV?" Darnell asked. "No." "Then why should I take it? When you have a cure, 
I'll take it. Until then, I'll take my chances. " Others choose to take the drugs. A key tenet 
involves learning how the body functions, listening to that and responding. For some it 
involves finding a raison d'etre: be it a great novel, activism, or faith. Health insurance 
doesn't hurt. Living long term with HIV is one way of putting it, another would be just 
learning how to live. Interviewees reflect on their notions of living long term with HIV: 

Jay Segal There are tons of articles about the long-term survivors and what they have in 
common. They all have a belief system; they all have a support group; they all have 
religious, more like spiritual beliefs; they all have close families; they've got a good health 
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care network; they're well educated, middle class with lots of money. 

Cleve's Tips for Long Term Survival 
Cleve Jones: Avoid self-help books. 
Avoid the cure-of-the-month club. 
Avoid large amounts of alcohol or tobacco. 
Avoid nasty drugs. 
Eat well. 

Fall in love as often as possible. 
Have as much sex as possible. 
Enjoy life as much as possible. 

Keep your life decisions separate from your disease decisions (I didn't start taking any 
medicine at all until the last week of November). 
Don't let the disease rule you. 
Push your limits. 

Try consciously and actively, every day of your life, to do something to increase solidarity 
and to resist any isolating aspects of any disease. That's what I've always tried to do. 

I think it's very important to avoid cynicism and mysticism. These are really easy 
traps for people. So many people want to be cynical about the red ribbons. Just recently, I 
was coming home and one of the security personnel at the metal detectors had a red ribbon. I 
just said, "You know, I want to thank you for wearing that. I have AIDS and I appreciate 
knowing that you care about me." You can be cynical if you want. Sure, you know, life 
sucks; it's a cruel world, but I am so loved by so many people. To receive that kind of love 
and not acknowledge anything cheats the thing. I find ways every day of reminding myself 
that I am not alone that there are a lot of really intelligent, compassionate people out there 
who really do care and Newt is going to shoot himself in the foot any day now. Also, I am 
only 40 and my God what I have seen change, just for gay people, what I've seen change. It's 
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incredible, absolutely incredible. 

I got to preach in Rosa Parks' church. She made a quilt. One of the families on her 
block; three generations were killed by AIDS, the grandmother got it following a transfusion 
following hip surgery. Her daughter had been a drug user and a prostitute and had passed it 
on to the baby. Ms. Parks made a quilt for this family. I got to go to Detroit and to sit next to 
her and go out to lunch with her. That was like, if Dr. King had come back or John Kennedy 
or somebody well that would be about as exciting. I had heard about Ms. Parks growing up 
and in Quaker meetings. Ms. Parks was given as an example of somebody who had followed 
the inner light and how one person, even they are a small tiny person, can really change 
things. To meet her was very exciting. 

Hank Wilson I've always gotten off seeing people be part of the resistance. To me the 
concept of resistance, even if we all end up dying, I think it's real important that there be a 
resistance that made its mark and that got its chips in, in terms of history. 

Beyond Cynicism 

Phillip Blazer At first all signs and everything show that the quality of life starts going down. 
The fact is that, for me, it's gotten better. Although my health has declined, the quality of my 
life, my relationships, changes that I've had to make as result of AIDS have made the quality 
of my life better, doing what I've wanted to do, working through problems, getting out and 
traveling, doing what I want to do has been great for me and it's kept me going a lot longer. 

Jay Segal If I could say anything about AIDS it would be, don't let it scare you, don't let it 
bug you, try to lead a normal life. Don't be a victim. I was a victim for a long time. I was 
making myself really sick. If you need to go in and get anything in any of these offices, if 
you go in really sick, sneezing, dripping and all this other shit, they hear you. Learn as much 
as you can about this. Watch all the movies, go see the pictures, see how it works. You're 
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not going to stop it, but if you can, stop the stress. Stress is devastating. Fear is stress. 
Depression is stress. Take anti-depressants. It's a circle. You will end up more depressed. 
The side effects bug you. You don't eat; you don't take care of yourself; you don't do a lot of 
things that you've gotta do. 

Hank Wilson Commenting from the Ambassador, a hotel housing PWAs, which he 
manages: Some people will be long-term survivors like I am right now. I could be dead 
within I don't know. I would like to think that I'm going to make it through, but I also have a 
sense of humor about the whole thing. I believe in multiple lives. If you believe in multiple 
lives that's very convenient in the middle of this epidemic. I think that some of the people 
here will die and some of the people will survive. Some of the people here will be addicted. 
It's fascinating to work in a place and to have AIDS and to be around 80 people with AIDS. 
I've seen hundreds of people who have come through here and hundreds have already died. 
I've also seen people come in and they're already lining up on the floor and then they get 
inspired by me and by some of our other staff people who have AIDS. We don't give up. It's 
also a mind trip for some of them to find out, well he had AIDS and he's still working full 
time. Maybe I don't have to just throw my hands up. 

Jay Segal If you lose your will to live you will die in three days. You've gotta stay 
positive. You've go everything within your power to 

do that. I've gotten cocky because I am on at least my seventh lifetime and I don't care. I 
don't know why, but I've gotta make it through this. 

Enterring Your Bliss 

Dan Vojir What keeps me going is that I know that I have been very lucky in my whole life. 
I'd like to do more with my business and with the Emergency Fund. It can actually take you 
out of your HIV mind set by putting yourself in a position of trying to achieve other things. 
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Nancy What I really figure out about that is that I have things that really were important to 
me before I became an addict. When I got clean, I was totally joyful. I was just so happy. I 
can go back to being who I really am. I think for a lot of people, they never had a life or 
anything they cared about so when they quit drugs, they were sort of at a loss. What else is 
there to do? And I, I didn't have to do that. 

John Cailleau When the T-shirt fabric ended, that was the close of that chapter of the Castro 
where everything was wonderful. It was time for me to do something else. After moving 
into a cheaper place I got into the event business. Living with AIDS and the first few years of 
knowledge of this weird mysterious thing was relatively easy for me. The work I was doing 
was so incredible. I was finally doing for the first time in my life what I had always wanted 
to do, being a set designer in a public relations and marketing environment. The satisfaction 
of being an artist kept me going. It seems to me that the key to survival with this is to keep 
the internal energies, the creative force within us moving out, flowing, and flowering. 

Just instead planting a seed and watering it and letting the suckers grow and doing it. 
I think the continued production and nurturance of that life energy is as important as AZT. It 
is a fucking test because the unpopularity of, number one, being gay and then later being gay 
and being HIV. Living with HIV has pushed me to begin moving from a physically oriented 
to a spiritually oriented life. Spirituality plays a very big role in my coping mechanisms as 
well as my active creative mechanisms. When I realize that the power of intention and 
persistent will proves as a result. I have a very spacy metaphysical explanation for this stuff. 
If I'm connected to the univerce with the spirit of creation and joy rather than with resentment 
and anger, the power of my intentions transfers over into that God. Since God then has the 
power to create the reality in the physical world, 

my intention communicated through that bridge of positive energy then 
creates changes within this great universal unconsciousness. 
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Positive Attitude = Life? 

Jay Segal He gets his paperwork. This is my health. (His list zags all over the place.) 
Nothing makes sense. (We look at charts talking about why the CD4s were going up and 
down for various periods over the last few years.) Why did they go up a little there? I think 
that I was happy. David did terrible things but the other part was wonderful. Being happy 
really increases your T-cells. Laughter increases T-cells. 

Nancy Lemoins It's hard to not go too far with the positive attitude = life thinking. 
When my friend David was dying, I mean David was really sick; he was blind. His ex. 
boyfriend showed up and said, "Oh David, it's your attitude. You don't have to die." I just 
was like, "My God, how fucking rude of you." His defense 'cause he was HIV too. He 
looked at David said, "I don't have to be that way. " It was fucked up. I think for people to 
go, it's just attitude or it's how much you try or it's how good you are is really wrong. I'm not 
saying that it's completely unimportant but you can't get too carried away. You can't blame 
yourself for being sick and go, "Oh I didn't try hard enough to be well" 
or go, "Oh, I wasn't spiritual enough" or nobody would ever die. 

Jay Segal Everybody asks me how I get along this well. I'm T-42 

negative. I do not have active virus in me. I have, obviously, a very slow and non virulent 
strain of the disease. My T-cells went from 79 to 250 to 249. Fuck, I'm doing something 
right. I wish I knew. It would be nice to pass these things on 'cause this is how it works. The 
standard line I use on the hotline is, "If I was in some state and it was a huge flowing river, 
really swift current and there were thousands of people on the other side, I sure would like to 
know where the stepping stones are to get across." And that's all this disease is, learning 
from other people. The medical profession is millions of years behind. Networking, calling 
Project Inform, calling the AIDS Foundation, I have a whole list of foundations all over the 
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country that are good guys. Talking to other people who have made it through, learning what 
the key factors are. 

Paul Greenbaum I'd probably be dead if I hadn't tried interferon six years ago. I may not 
quite have made it to being an interferon poster boy. My doctor said I'm one of his most 
successful patients. You have to be stubborn to want to persist with some of the frustrations. 

The war and It's Impacts, It's Life Lessons 

Peter Groubert Gruber was stationed in Alaska when he was drafted in 65: I knew Viet 
Nam was not a place where I wanted to be... Basically, basic training sucked. On the bus 
from the induction center to Fort Dix, I kind of looked out at the New York skyline and 
thought, "What's the worst that they could do to me, make me do pushups? dig a ditch?" You 
know, I can only do so many pushups and then I can't. I can only dig so deep a hole and then, 
I'm done. So I figured they really couldn't do that much to me. I rationalized it in my head 
that, OK I wasn't going to have too bad a time. So that was my attitude. 

And while I was there, I had fun, as much fun as I could. Our sergeant was Sergeant 
Rath. He had just got back from four tours of duty in Viet Nam; he loved it sooo much. He 
talked about the joys of killing gooks constantly, so much fun to watch their puny little heads 
explode and I mean, Jesus Christ! ! ! I was from the Bronx. You know, I didn't know what the 
fuck he was talking about. I called him Daddy and I got everybody else to call him Daddy 
and he hated it. It used to drive him crazy. He'd be coming down the hallway and 
somebody'd see him and you'd hear a chorus of, "Daddy's Comin! ! Daddy's Coming! ! !" And 
he knew we were talking about him. Oh, it drove him nuts. 

He would give us the dirtiest assignments he could think of. We literally had to do in 
between the tile squares with tooth brushes and a bar of soap. He'd come walking, 
swaggering down there, feeling so good and I'd look up and I'd say, "Sergeant Rath, is this 
clean enough? If not, I would be glad to do it again." Oh, it killed him, "You fucking 
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assholes! I give you the worst jobs and you love it!" That was it. We had taken his power 
away. And I learned early on that you just blow the wind out of the their sails and you have 
the situation partially out of control. 

While in Alaska, Gruber was in an accident. They wanted me to sign a release saying 
that they could cut off my leg. I said, "Its not mine to give. It's my mother's." The leg 
stayed. So I volunteered for everything in the hospital. Helping them helped me-it was 
therapeutic. 

Going through a life threatening situation definitely changed my life. I saw the world 
in a new perspective. Almost dying once, it was strange to have that happen, although I had 
no idea that it effected my life until many years later. HIV it's another life-threatening thing. 
I was almost burned to death once in the army and now here I am again. I've been through it 
already. I'm not afraid of dying. If I were to die today, I'd just miss movies and TV. I'm up 
with all of my people. I 

think I've kissed and hugged everybody the last time I saw them so... 
Grace 

Nancy Lemoins My spirituality has really changed a lot. You know, I've always been pretty 
spiritual but I lost my faith a lot when I was using. I think that was the only way that I could 
use was to kind of let go of what was important. You know, I was thinking really a lot about 
losing my faith. I think I already talked to you about what I was like when I was a kid. I was 
thinking very hard about when I was very self loving and what made that change. I know 
what made that change. I think I had to go through all of that insanity. My faith for me was 
kind of going. I tried really hard to die. I mean, I was such a different person. I really was 
very lost, really dark. I couldn't feel more different now. I think going through that was 
absolutely not of my will, in fact, so totally against my will I think, I just don't hear. To come 
out of the other end of that and go it's not even up to me, you know, hard as I tried. It kind of 
just gave me my faith back. I think I kind live in a state of grace. I think a lot. I don't take 
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any credit for it on any level. I don't take any credit for anything, really. 
Arthur Fisher Spirituality has been a sustaining thing most of my 

life. I had religious experiences when I was a kid and I learned very quickly that you don't 
talk about those things. It's gone from beliefs that help me, experiences that are valid, to 
more of what I do with my life. It was part of this last move. I was removed; actually I was 
thrown out of the hospice because I was too well. (In a happy voice.) They shared it with a 
Zen center where I turned out getting a room in the attic. I said to a friend, "This is really 
horrible; all I can do is pray and meditate. It's all you can do here." She turned around and 
said, "That's not so bad." Exactly. (Laughs.) I hadn't thought of that because I was too busy 
beating myself up and filling myself up with these judgments. 

I can talk of shakras and I can talk of parallel existences, but they are all just worlds 
that I believe are made up to make us feel more secure. Well, we are not secure... If I can 
work up some massive intellectual idea that can make me understand that's nothing. I don't 
understand anything. When I'm comfortable in this position, it's the best place to me. It's 
also the most anxiety producing. I end up thinking I am crazy, I am out of my mind. But, I 
have been happily out of my mind often enough to know that that's OK, and my anxiety- 
ridden, out-of-my-mind phase passes. I've seen it enough times to be able to stand back or 
above or to the side and to be able to realize this is just my monkey under my ego going crazy 
and it'll go and I'll be fine. 

A Tonka on the Wall 

In China and Japan, there is Quan Yin, an entity, personage, Goddess, whatever you 
want to call it, who is compassion. One translation of the name is "she who hears the cries of 
the world." Quan Yin actually goes through, in history, a number of changes in gender and 
appears as a male, appears as a female. Quan Yin is hearing and giving out blessing. ..in a 
constant state of compassion, a constant hearing and response. I feel inspired and connected 



284 



to that particular energy or thought. The face on the dresser across the room is Quan Yin 
from a temple in China that was destroyed during the Cultural Revolution. It was dug up in a 
field. There is something about that just as a state of being that is inspiring to me. 

Beyond AIDS as Cause and Effect 

I haven't resolved using illness as a teacher, using it as motivation, using crisis as 
motivation. It has been for me and for myself but I don't want to glamorize it, living through 
crisis, glowing through injury, wounded healer stuff. Yes, that happens. But I don't want to 
set it up as an ideal because then you have to get more wounded. If you want to be more 
enlightened, you have to be more wounded. If you want to be more loving, you have to be 
more hurt. I don't believe that I need that. Horror, pain and fear are blessings and will help 
you grow. No, that's not it! It's getting out of it that helps, not it. There is no glamour in 
pain and fear and trauma and disease. 

I went through a couple of years of being very proud of a victory. I have overcome. 
Look what I have done, etc, etc, etc. That was great. It was sustaining, I suppose, and kept 
the adrenaline going, but being victorious implies and requires something to be victorious 
over, so to do that requires having to have some horrible thing. I want to collapse that entire 
structure. I don't think it's true. If we use a model that says, "Get an illness, put it in a vat. 
Have a lot of pain. Experience spiritual growth." That's my picture that I have left that says, 
"Here is my gift to this existence, to my continuing, this is my picture. Do you like it?" "No, 
I don't." But I don't know what the next picture might be. Things happen that take care of 
themselves. Struggles disappear and, yes, pain happens, but it doesn't matter as much. I am 
just as anxiety ridden, as neurotic as a lot of people, but that sense of bliss and everything 
being OK happens more, and amazing things in terms of body and circumstances happen in 
that place. Bodies change immediately. I've seen it. It's happened with me; it happens with 
other people. The body is responsive immediately. I know. There has got to be a lock 
somewhere that we don't know about, that we can't explain. 
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I don't know how much of my early trepidations were societal programming that just 
constantly, just relentlessly pounds in that this is the way life is, that this is the way the world 
is. My last experience in the hospice when I came back from Mexico, the KS was bad and I 
couldn't walk without a great deal of pain in my legs. My feet were swollen and painful. 
Actually I had KS in my throat and my face. I didn't go out. I hemorrhaged in my throat and 
realized maybe I could hemorrhage in a major organ so this could be it. I was in and out of 
consciousness and had this experience with what seemed to be my future self at the time. 
Second dance. I knew somehow that there were things that I had to do and I set to doing 
them and I got better. I was really proud of that, and ended up going through a program for 
self-empowered people with HIV and tried to help other people to do it... 

This last time that I got very sick, I got meningitis. I don't remember a good deal of it. 
Very painful. I moved back into the hospice. I came out of the hospital and came home, 
couldn't take care of myself, collapsed again, went back to the hospital and was told that I 
needed 24-hour care. So I understood that this time I wasn't to wish myself alive or to wish 
myself dead, and, being a control freak at heart, that was a frustrating thing. Now I want to 
make a decision, "OK, OK, everyone, I am going to die now. I'm in control and this is my 
decision." But this was not about doing that just be here, meditate and pray and forgive and 
be here and that's all. And I got better. I knew that with this matter, I didn't have anything to 
do with it. I did in the respect that I got out of my own way and I listened. I let go of things, 
but I didn't do it any more than medicine heals or cures anybody. I can remove things to let 
the body heal itself, that let help and balance come. A lot of that fog went away. A lot of it's 
still here but a lot of it went. It's not control. It's not being able to overcome, it's also not 
being a victim. It's not all of those roles. 

Chata I think I've made it this far, not just with HIV, but all my life, through humor and 
having a positive attitude about everything I do. I acknowledge the stupidness, the ignorance, 
the hatred, the ugliness. But then I turn around and find out what was positive, take that with 



286 



me and move on. And I'm not dying with HIV, I am living with HIV. I ain't ready to go 
there. And I don't like people telling me, "No, you can't do that; you gotta take this." Uh-uh, 
each individual has to be true to themselves. You gotta know where you're coming from, 
where you're going, where you're headed, doing what you came from, Sister, all the way 
around. I think that it's very important that you seek a balance mentally, physically, 
spiritually and emotionally. Because it's who you are and what you are and big part of how 
you exist in that cycle. We continue to eat all these foods; These are just souls that continue 
to recycle themselves into our existence and who we are as human beings and spirits walking 
on this earth. We all got our horror stories and our atrocities. We all have our histories of 
ugliness, racism, genocide but it cannot end there. We still have work to do. 

There's a saying among my people that your riches are not necessarily measured by 
what have you as much as by what you give away. Volunteerism teaches you about giving 
away. But the things that you receive are unmeasurable. 

Never in my wildest dreams would I ever think that someday, here I am, I am going to 
retire some time, only because of my HIV. I 

always used to think, God, man I hope I live as long as my grandmother. I gotta live as long 
as my grandmother. My grandmother died when she was 103. I always wished. I remember 
when I was younger, I always hoped I'd live as long as she did because here was a woman 
that was born in 1880 and was just brought up in a whole different world than what I know 
now, no cars and electricity and stuff and seeing all that evolution and that that ran by her. I 
always felt, God, I hope I live to be 103 and have my own history. And even as I look back, 
being 43, 1 have a lot of history. I've been through a lot of history and I continue to rebuild 
history, continue to make a contribution and I have to acknowledge, "yes, you made a 
contribution." In this ugly climate that is AIDS work you often don't hear that even though 
you feel that other part of the world and those gifts that you receive from your clients and 
from your volunteers and from the people that you work with and those that die and move on. 
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David Pattent I literally have this visualization process that I use to communicate with my 
virus. I gave my virus a physical being. And I have this dialogue with my virus, essentially. 
And notice I say my virus. I own that. It's not the virus, or a virus, it is my virus because it 
is in my body. Essentially, the dialogue goes, "Virus, you're powerful, you can kill me. Virus, 
I'm powerful. I can kill you. All I have to do is take some pills, and you're history. Now 
what's the purpose of that? We both have one instinct: survival. And we will do whatever it 
takes to survive. So if you kill me off you're essentially killing yourself off. If I kill you, I'm 
killing me. So why don't' we just sort of coexist?" And we can coexist. We have very 
effectively coexisted together. "Two conditions: Don't try and kill me, because if you try and 
kill me I will kill you. I will win. I don't want to do this win/lose thing. Let's not do that, let's 
just both be okay with where we're at. And the second condition is that you're not going to 
leave my body. I'm not going to give you to somebody else, I'm not going to allow you to 
procreate." 

I've switched a whole way of thinking around to "Today is the last day of my life. Am 
I complete with everyone? Have I done all the things that I wanted to do with my life, based 
on what I've got to work with right now?" Yes I have. So if I drop dead tonight, I could be 
very content. I wouldn't want anyone saying to me "Oh that poor person, he died so young 
and didn't lead a full life." I've had an amazing fucking life. I can't resent that. And I want 
more. And if I don't have it, I'm okay with that. If I woke up tomorrow morning and found 
out that I have 24 hours to live, I would be okay with that. It's not about, "Oh my God there 
are so many things I still want to do." And I won't feel that I've been deprived; I don't feel 
that I've ever been robbed of anything. 

I don't feel that HIV has done anything but have a positive impact on my life. And that's the 
way I viewed it literally since day one. 

Robert Boulanget You have to be comfortable with the moment. That's all you have. 
That's one way to be comfortable when the bad moments come. 
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FRAGMENTATION 
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Chapter Twenty-Two 

Friends vs. Friends, 
Left vs. Left - 
The Clinton Years. 

With the election of Bill Clinton, the Concord Data acknowledging AZT's limited 
usefulness, and a new wave of infections (Gross,93, Rofes, 96:3), the AIDS pandemic entered 
a second generation with few more answers than were available during the previous decade. 
Certain assumptions by doctors and activists characterized the first decade. Assumption 
number one that a "magic bullet, " the discovery of a cure, was in reach in the near future 
failed. Activists built tactics around assumption number one. They fought for accelerated 
approval and affordable access to new drugs, such as AZT. Many of these, however, proved 
counterproductive. Assumption number two suggested that from 1981-93, Reagan and Bush 
were the demons of the AIDS epidemic. Their neglect motivated activists. Though Clinton 's 
response was ineffective and far more enigmatic, AIDS was not born under his watch. 

As the epidemic evolved and became more complex, focus among AIDS groups was 
lost in part because of the loss of common enemies, death-based attrition, and the ever 
elusive nature of the virus (Kolata, 1995). From 1992-5 AIDS activism become exhausted 
and in need of reassessment. Fissures reflective of the larger society showed (Rodosh, 1996). 
Debilitating infighting among the left and its counterproductive effect on the AIDS movement 
is the subject of the following chapter. 

With Friends Like These... - AIDS and the Culture of Division 

On more than one occasion, Freud explained that he could deal with his enemies, it 
was his friends who worried him (Gay, 1988, P.xvii). In the age of Clinton and America's 
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diverse society, Freud's sentiment cannot be underestimated. According to E.J. Dione Jr., 
Clinton was elected because, inl992 a silent majority disgusted with gridlock ousted a 
Republican President and gave the Democrats comprehensive control of the Federal 
Government for the first time in 12 years, offering a chance to revitalize the progressive 
tradition. And they blew it. The first two years of the Clinton Administration were a battle 
against division. AIDS activists failed to re-adjust their tactics, continuing attack modes 
against a White House no longer charactoizable as black & white in terms of social issues. 
Dione blames inertia among the left for their failure to deliver Health Care and Welfare 
Reform {hind, 96). 

The left vs. the left, a national phenomena, plays major role in the history of the San 
Francisco AIDS epidemic. From the Bath House Closure to the Shanti Scandal, to rejection 
of Clinton over Gays in the Military, infighting has played a debilitating spoiler role. 
Liberals snipe at the ankles of other liberals. They battle over the leftovers of the gutted 
budgets while right wingers rub their hands with satisfaction. By 1995, with the loss of the 
Democratically-controlled Congress, internal struggles among AIDS groups, and missed 
opportunities in San Francisco act as a microcosm of the failure of the national Democratic 
left. This division has deep roots. 

Division/diversity pervades life in San Francisco. Combinations of gays, lesbians, 
Caucasians, people of color, straight folks, professionals, those with advanced degrees, 
socialists, careerists, positives, negatives, militants, and incrementalists made for a 
precarious AIDS coalition. And without common histories or senses of peoplehood, it is 
difficult for groups to coalesce. Cafferty and Chestang ( 1976) stipulate that ethnic 
identification involves people specifying characteristics of selfhood in terms of common race, 
religion, and nationhood. Members of groups are identified as a member of one in-group, 
which is in turn structurally and culturally different from the out-group. And in turn, not all 
members of groups with common race, religions, and nationhoods identify as within the same 
ethnic groups. Ethnic identity thus becomes a form of self conceptualization. Lasch has 
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described contemporary America as a: "culture of narcissism, " (Atlas, 1996). 

Infighting among the left has deep roots in San Francisco (witness Tom Wolfs (1970) 
"Mau-Mauing the Flak Cathers, " chronicling dynamics between Bay Area "community 
organizers" and "poverty bureacrats" a generation ago). Today, the ethnically diverse 
coalition battling on the many fronts of the AIDS war teeters. When everyone in a coalition 
has their own individual self concepts and group histories, its difficult to fight for common 
goals. AIDS activists have grown resistant to adapt away from their assumed roles. (For 
Literature on resistance and political infighting see: Anderson and Stewart, 1983, Donahue, 
1989, Epstein, 1992, Lipski,1980, Reid, 1992, Sosin, 1990). Gitlin (1995) explains, we are 
living in an era of, "the twilight of common dreams. " The division of the AIDS 

movement is reflective of a larger trend. Firestone (1976) writes that during the 1960's, 
America evolved into a diverse society of interests bringing about a death of common cause: 

Their view of their society as a cohesive organic whole, dedicated 
to the pursuit of common goals was increasingly replaced by an image of 
America as a mosaic of diverse groups, each with its own separate goals 
and its own insistent demands for justice, equality and freedom. The 
belief that public life was based upon consensus was belied by the 
emergence of many competing perspectives. The issues of the Cold War 
increasingly shared the political stage with issues generated by the 
internal divisions of American society. 

Internal Divisions, Friends, and Demons 

These internal divisions created the politics of AIDS and made management of the 
AIDS agenda in the era of ongoing epidemic extraordinarily difficult. These divisions (and 
poor management) (Kreiger, 1996) helped bring about the near death ofShanti Project, one 
of San Francisco's oldest AIDS service agencies, which took the brunt of a decade's 
accumulation of frustration. At the same time, the real enemies: disease, homophobia, lack 
of a cure, inadequate health care, a void of national leadership, and evolving demographics 
roared unchecked. Shanti Project was a friend; the scandal surrounding it represented a 
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depressing culmination of the first generation of a response to the epidemic. Infighting 
around policies, ranging from bath house closures, prevention messages, or ACT-UP 
zapping a sympathetic audiences, represent a long shadow of the AIDS story (see 
Odets,1995, AP, 1989, Carol, 1991). Failure to distinguish between friends and enemies 
bubbled to a high pitch as the Clinton Years continued without a cure in sight (Ford, 1995, 
Tuller, 1993). The community had lost sight of priority number one: ending the epidemic 
(Jones, 1995). 

Priority Number One 

Jay Segal I have the utmost respect for it. It's a virus and that's all it is. There's only one 
enemy. It's not the government or George Bush or Ronald Reagan or any of them, it's the 
virus, that's it. You've gotta remain focused that there is only one enemy. 

Reagan and His Critics 

Arthur addresses a number of points: the Republican problem, frustration with the 
political system, and the danger of allowing the individual to either give up or descend into 
the abyss of blind rage. 

Arthur Fisher I think Republican cooperation as the epidemic began was along the 

lines of annihilation. I think we went through years of neglect. There's a certain amount of it 
now but, I mean, it was intense. This last presidential election was the first time I ever voted. 
It got too scary to think we could end up with Bush for another four years. That was massive 
hatred going on. There is this consolidation of Republicans and the Christian Right. It was 
dangerous, dangerous for poor people. 

In terms of fighting that, it's a hard one for me to try to determine when to some part 
of my ego wants to say when to lower to someone else's level. When do you have to do that? 
I don't know. I wish that we had a number of very strong, intelligent and compassionate 
leaders in the community with Ghandian appeal and clarity instead of blind rage. Perhaps 
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blind rage is better than blind submission, but I'd rather address the blindness than the rage or 
the submission. You know, to not let the society trample us, and to try to engage in a 
different way rather than lowering to blind rage. Sometimes that's not possible and I don't 
know what to do with that... You could drown waiting for clarity. 

Blind Rage, ACT-UP.... and Enduring Legacies 

John Cailleaul think that they have done an effective job on getting those drugs out into the 
market place that normally wouldn't have been out there because they were "too dangerous." 
I mean, if you are going to die of something anyway. But I disagree with instances where 
they went to the opera house and unveiled a banner and just raised holy hell there. I don't 
think they have done a good job distinguishing between friends and enemies. They would go 
to a friendly environment and create some disruption to get the attention and probably piss 
more people off because of the tactic rather than the message. 

Raoul Thomas Even towards the beginning, there was more hope for a cure. Now the most 
you hear about is talk for a vaccine. I think first the population who is not infected will 
probably receive some sort of a vaccine maybe by the year 2000, 2010. By then it's already 
too late; it'll be definitely too late for me. That sums up my politics as well. 

There so much anger around that, I don't know, you can't kill people but who, who is 
to blame? Who is responsible? There is no answer there. The rage is there. But anger has a 
way though of turning itself into so many other destructive forces, but more so self- 
destructive. It turns itself inward with fear and outward with hopelessness. It feeds on itself 
too and once you start getting angry, you can get angry about a lot of stuff. But nyone who 
does anything towards the battle against AIDS deserves a medal because it's a real war. The 
things that make me angry about it are the little stop gap things like the ribbons and the red 
ribbon stamp. Will that save me? 
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Hazel The attack always goes in the wrong place. You attack your own for some reason. 
It's like in the riots, blacks attacked the blacks. They burnt down their own neighborhoods in 
a riot that was supposed to have been against the white man who was against us. And we 
ended up hurting ourselves. All cultures seem to do that. They attack the lesser ones. You 
start fighting yourselves and so you get no where. 

' 'SILENCE =DEA TH ' ' as a 20th Century Icon - The Attrition Point 
G'dali Braverman I think that within the history of all political movements there are 
divisions and subdivisions. I think that movements become fortified and watered down as 
they grow. You can look at the history of political theory and what happens. History really 
does repeat itself. You see it over and over again, whether it's the Black Panthers or whether 
it's SDS or whether it's ACT-UP. People do not come into a movement that are essentially of 
like minds. People come into a movement because they have, essentially, the same interest in 
the same issue. But their origins are completely different. The key is how to, how do you 
use that diversity without letting it dissect the organization. I think there are inevitabilities of 
splits and I think that they need to happen and they can be healthy. But I think also 
sometimes splits happen and conflicts within an organization are almost like a disease itself; 
it's almost that the body is fighting all these cancer cells and it's going through its own triage 
and the body begins fighting itself. That's what happens within organizations. Friends turn 
enemies and people turn against each other and divisions become blurred. 

/, Me, Mine and a Culture of Division and Atrophy 

Peter Groubert There were so many great, great people, truly powerful people, people 
that really cared. People like Bill Kraus and many others of that vein. There are no leaders 
now. There's no one charismatic person who can gather the community. Forget about that 
you are black or you are yellow, you're a man or a women; we're gay and we have something 
we need to do. Follow me and I'll get us through this. There is nobody like that now. People 
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won't follow. You know, Harvey was one of those people. Kind of sad, the only legislation 
he ever got passed in his short time, The Pooper-Scooper Law. 

Hazel One thing that bugs me with this city is the groups. Sometimes I feel like I should 
go to African American HIV support groups or African American recovery groups. But I am 
not a separatist. When I have gone to HIV positive groups that are all men, I feel a part of 
those men because we are infected. They didn't make me feel unwelcome but I knew that I 
also needed to get support from women. I wish that there wasn't so much "this group," "that 
group" type stuff going on. Even in the gay world, certain gay people like to stay with their 
own. 

Robin Tichane AIDS has been such a big issue, I won't say that the various things that little 
groups are doing, that that energy is not doing fabulous things, they really are but it's 
decentralized, there's no, and that's the way politics wants it in this city. They want things to 
go that way because it means more power for them rather than more power for an organized, 
coherent gay community. It has lost a lot of the focus. 

Raoul Thomas I'd like to say there was something really positive about being positive, that 
it was somehow bringing people together or unifying families. But I don't know. You hear 
more stories about division. It can put an enormous wedge between people. It has happened 
to me. I've seen more wedges than I have togethernesses. 
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Wedges within the Community, Ex. #1 
The Case of the Bath House Closures... 

Hank Wilson and Cleve Jones, both long-time Gay activists, comment on the days in 
the mid- '80s when, for health reasons, a number of Liber ationists advocated closing down 
the San Francisco bath houses (Shilts, 1987: 339-495) . They both recall the McCarthy Era 
tactics used against them by activists with differing views. The episode stands as a poignant 
example of the dangerous lengths left wingers have taken to stifle the voices of their own 
while losing sight of the larger movement. Differences over policy rarely warrant character 
assassination. Those ponderring the fate of the American left might conisder such 
fragmentations. 

Hank Wilson On the bath house thing, I have the distinction of being on the Enemies 

List in Bay Area Reporter. I was one of the 15 people on the list. The list was put together 
against people that were supporting the Bath House closure. Other people weren't talking to 
me either, which was another mind fucker. You might have thought we were all in league 
but that wasn't the case. I was frozen out. I worked to keep the bath houses open in two 
different meetings with Merv Silverman, the director of public health, and then I changed. 
Previously I had argued that we could use the bath houses as vehicles to educate people. The 
reality was the bath house owners were assholes. They would not allow us to put up signs, 
condoms, or anything. So when that became clear, I changed my mind. I said, "Fuck you; all 
you want is money." In the meantime, I was a heavy bath house goer. I was going all the 
time which some of the other people weren't. And you could see what was happening in the 
bath houses and people were not dealing with the context of the epidemic. 

Cleve Jones The traitor list... and from the beginning there's just been horrendous, horrible 
division. We've seen more examples of it in the last few months: The split between the 
treatment activists on the whole issue of accelerated approval, the fight over unionization at 
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the San Francisco AIDS Foundation, and this disruption of the Project Inform Dinner (See 
Switzer and Salinas, 1995, Rottcamp, 1995). It still goes on. I think that part of that is due to 
the fact that the gay community is such a bitchy community. Some people don't like it when I 
say that. 

But when I was running for office, I went out and I collected copies of all of the 
ethnic and neighborhood newspapers in San Francisco. We've got French language 
newspapers and Russian and Spanish and Filipino and Chinese and Japanese and Korean and 
every neighborhood has a newspaper. And I went through them all and only in the gay press 
did you find consistently, in issue after issue, in the letters to the editor section vicious 
personal trashing by name of individual activists. You don't see it like you do in our 
community anywhere else. Expect internal fights. Look at the NAACP, which has just been 
through an incredible leadership struggle but not this kind of public trashing, crucifixion of 
leadership. 

When Bill Kraus and Ron Huberman and I published the letter, Bill wrote it actually 
but I think Ron and I each edited it, but we wanted to write it as three single gay men who 
were sexually active who were part of the scene. We wanted people to know we weren't 
home in some cozy monogamous relationship. We were out looking too. We published this 
thing just suggesting that maybe we ought to cool it. People spat on me. They called me a 
Nazi fascist for even suggesting. People are incredibly nasty. It's weird for me. I have been 
subjected to so much abuse from these people. And you know what, in my whole life, I have 
been attacked once by straight people. I was attacked once by fag bashers in Sacramento and 
stabbed and nearly killed. But I've never had a letter to the editor from a straight person 
saying, "Oh, that Cleve Jones, he's a bad faggot. We don't like him." The letters I got have 
all come from gay people. I have been accused of all sorts of outrageous things and it's 
rough. They did it to Harvey too, especially the PC crowd, the ultra- leftists. I once had a 
party and people walked out of the party because Harvey was there. I'm getting hate mail 
right now because I am grand marshall of the Gay Rodeo. I'm getting hate letter from animal 
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rights activists... It's very frustrating. 
Psychological Stresses and the Politics of AIDS 

Richard Chavez / went to Chavez, then the Shanti activities director, for help in terms of 
finding interviewees. As we talked about putting an add in the next Shanti Bulletin he 
mentioned that he would be interested in being interviewed as he was positive. 

We met at the Mobi Tobi Revolution Cafe in Hayes Valley. Richard, a confident man 
with a gray beard, long brown hair, and a customarily casual demeanor, wore a black T- 
shirt tucked into his jeans with a leather belt and belt buckle. At points his brown eyes 
strayed out the window; at others, he sat up with his hand on his chin. We smoked a lot of 
cigarettes, drank even more coffee and took on the contentious topic of the rise and fall of the 
Shanti Project. Once on the forefront of the internationally recognized service paradigm, 
the "San Francisco Model, " Shanti Project fell into a streak of bad luck as combinations of 
innuendo, carnivorous political moods and dyslexic accounting made casual appropriations 
of funds take on the nuances of embezzlement. When the image of a Porsche and glamour 
lifestyle paid for with the scant portion of the ever-dwindling resource pie actually allotted to 
the pestilence besieged city came to the surface, whether true or not, a sore spot had been 
irritated. This was a community already reeling as they transitioned from the novelty of the 
Eros and Emancipation of the 70s to the painful, chronic multiple loss syndrome laden '90s. 
The press and community went on a feeding frenzy. Faith among funders and clients 
dissipated. Shanti was forced to forfeit programs. "It really stressed me out for one. I didn't 
know if I would have a place to live anymore, " Nancy Lemoins, who was living at the Shanti 
House, recalled. Many mark the Shanti scandal as the nails in the already strained coffin of 
the "San Francisco Model, " (Botkin, 95). The backlack against Shanti is another example of 
the community failing to distinguish between friends and enemies. Richard reflected on the 
underlying politics of AIDS which brought about the scandal. (For back- ground on the 
scandal see (Sabin, 1992,1 993 A,B, Tuller,1993, Bay Area Report, 1993 A,B, 1993 A,B, 
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Moore, 1 993 A,B, Provenzano,1993, Rojas, 1994, Young Pae, 1994, Garfield, 1995, Lee,1996, 
Rofes, 1996:34,52-66). 

Discrimination comes from people making rules. Some organizations, for example, 
that provide services have decided that if 
you don't have a phone number, they can't help you. AIDS 

discrimination happens because of an economy. There's a level of economic discrimination 
going on. If you're not from a certain economic group or a value system, you can't be 
involved with certain groups. On the other side, the other political issue is if you're not from 
this ethnic group we can't help you; we'll send you to another agency and they can help you, 
ethnic interest. And that's another form of political stupidity. A lot of people on the board of 
directors at certain organizations are definitely people from a different economic class 
because they're able to bring in money and organize; that takes free time. Privileged people 
have free time to be on the boards and to dictate what their organization is going to be about 
and who is and is not going to be hired. 

There were a lot of political favors being done in hiring until San Francisco got shook 
up by a lot of organizations having been caught on the griddle and told something's wrong. 
In the long run, there was just community consciousness that caused all these organizations to 
move from the grass roots to a little bit more organized, a little bit more accountability as to 
what they were doing and who they were. Economic prejudices were forced out. A lot of the 
serviced people came from the Tenderloin and that's good. You'd see the old groups, a lot of 
the old troops who were involved with AIDS organizations at the very beginning getting 
angry and writing letters about organizations because they have lost ground and they can't 
dictate what is going on in the AIDS community and who are getting services. It's the focus 
of their anger and frustration about themselves and what they're going through. They lash out 
on the most obvious thing, the organization that's helping, transference as they call it in 
psychology. 
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Failed Ability to Distinguish Friends from Enemies... 
Wedges within the Community, Ex. #2 
The Shanti Example, A Cautionary Tale. 

Chata I don't want to talk about the politics of Shanti Project. It sucks, sucks, sucks. What 
has happened to the agency over the years because of politics, because of money, because of 
people's own political agenda. It is the politics of AIDS and the money of AIDS that dictate 
what people will do. You have to play the political in order to get the money to serve the 
people. And all the agencies, in their heart and soul, came into it with this idea of giving 
something back to the community. We all started off as grass roots organizations but now it 
is big business. 

Richard Chavez What happened was that we had some directors who were very much 
into providing services to people. Sometimes we needed money to do a training for example 
for volunteers or something and they would just take from the main source and pay for all the 
training and the food and the time and the salaries and bla, bla, bla. Where they were 
supposed to, should have written documentation on those things and put it into the AIDS 
Office and the AIDS Office now says they would have approved that. Because that paper 
work wasn't done. It wasn't the fault of Shanti. It was the fault of the accountants that we 
hired. When they would go through the books they would just say we need specifics on this 
and this, and then they would send it into the AIDS office. I wonder myself and have my 
suspicions about who these people were and what connections they had.... I don't know. 

We paid the money back to the AIDS office. The AIDS Office said, "All these things 
that you said you used for the housing programs would have been fine if you would have 
documented it and had us approve it." Our accountants needed to be on top of that, but they 
weren't. So we're working on this. I'm not sure about the outcome. I'm not privy to that 
information. That's what I have been told. 

And someone had to pay for it. They blamed directors, the executive and the deputy 
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executive director, and they had to give up their positions. Somebody had to pay for it 
because the community wanted blood and the board of directors wanted blood. The board 
didn't want to accept the responsibility but they accepted it and moved on from there. People 
left the board and all the changes happened that needed to happen. They're all good people 
with the best of intentions, but then again the road to hell is paved with good intentions, isn't 
it? 

There was no embezzlement because the AIDS Office came back with a press release 
in January this year saying, "Nothing really was wrong." Then people said, "well why did 
everybody have to go through this? Why did good people have to leave Shanti? Why did we 
have to give up programs?" It's interesting, when this all hit the fan a lot of the other 
organizations who were on the AIDS Office Commission, some of the loudest critics saying, 
"You gotta take programs away from Shanti and close it down." Those programs were the 
ones that got these programs taken away. And guess what - it's a pain in the ass for them. 

In the beginning, Shanti was forced to take the housing program and everybody else 
got scared. Shanti was becoming one of the biggest, budgetwise, groups. It went from a two 
million budget to five point something million a year as an organization, that's big. Some 
people got scared and saw the first sign of something wrong and everybody went, "Ahhh! ! ! 
We want the money back! ! !" Well they got the money and now they're saying, "Hey, we can't 
do it on this money." "No kidding." 

When people come in and say, "I was on the housing program at Shanti. I want to 
know what my status is," it's really sad to say, "We don't provide that service any more and 
you need to talk to," and we give them the list of names. "You call this office first and let 
them know that you're concerned about your housing and then you call this group and then 
you call this program and then you call the this foundation. These are the four that have the 
programs and they are the ones that you need to call." And the horror stories that I am 
hearing from clients about the new housing programs. The poorest part is the PWAs are 
fighting for their lives and they are the ones who have to suffer from all this garbage. They're 
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the ones that come up short and they don't need this. It's really sad, that's draining, that's real 
draining, sort of sad. 

Darnell Davis and Hugo Manzo, who both have lived in one of the Shanti buildings, 
comment in the chapter on AIDS Inc. Chavez went on: 

The Sad Part of the AIDS Story 

Me, I guess it was inevitable if it was going on for so long... That's part of the sad 
thing about the AIDS story. When those organizations were formed, the KS Foundation, the 
AIDS Foundation, Shanti didn't think they were going to be coming into a lifetime AIDS 
organization. They were a cancer organization. Then there were all the activist problems and 
then you've got this Whitewater press feeding frenzy. Then the organization was doubling in 
money. GMHC is now two big buildings. It's a business thing and you have to be 
accountable to that. 

I think the big lesson is that hidden agendas are no longer permitted because they 
were permitted before. They were all under this guise of helping people. Now we have to be 
focused in on the clients as opposed to, "Well, we're going to get this thing going because 
we're all dying." No, we're living longer and you have to provide for the living situation now. 
We cannot permit the hidden agenda anymore. A lot of the board of directors, executive 
directors, whatever it is, big salaries; that's gone. It won't continue. That's what this is all 
about. 

Ethnocentrism and Hidden Agendas... 

People were ready to move on to becoming less to do with being an AIDS advocate 
within AIDS organizations. The gay community can let them become the board of directors 
or supervisors in government, congressmen. There is something more. This is a stepping- 
stone for them. The ambition of being something rather than what they were doing, those are 
the hidden agendas. 
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Some of them are those that say, "Oh, you don't understand us because we're, 
whatever, we're Catholics. Our needs are different. We're going to start our own little 
organization..." People needed jobs and their hidden agendas came in there. They wanted to 
make a name for themselves too. Those are the same ambitions of being rather than doing. 
Those organizations don't exist anymore. Because the disguise of ethnicity was, "We're 
different so we have to do our own thing." Those are over with. That's a lie.... hypocrisy. 

My anger, I take it out at the gym. I get angry at board of directors and those kinds of 
people. I get angry at Clinton. I think he's a liar. I get angry about the rules of AIDS 
organizations when I hear stories from people, my own experiences now from all 
organizations. Insurance companies, I think are abominations. There are some real sins in 
the world and I think that we're committing those sins on people, cutting people's money 
income which is from SSI or from disability? Come on. People are starving and they have 
AIDS. They don't have money to eat. They'd rather take the medication. I think that's where 
the anger comes from. I real angry about that. 

A Few of the Real Enemies: 

Chata Here we have a health care system that is totally crippled. It can't take care of the 
mass needs of the community. I'll use an example. The active substance use community. 
You have to address their substance use before you can even get them services. In order to 
do that you've got to get them into detox. They've probably been homeless so you have to get 
them emergency shelter, hook them up into Medical, Medicaid and so on and so forth. I can't 
get people into detox cause I got fucking detoxes that are on three to six month waiting lists. 
I can't get them housing cause I've got housing that is a three year waiting list. I can get them 
a little bit of Medicare but I just don't understand. I feel it is my human right to get all the 
medical attention that is out there. 

G'dali Braverman The voices that I trust are what David Feinburg writes or what Larry 
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Kramer writes, as much as some of it is not based in scientific reality, it's based in the truth of 
a rage. Most everyone else has fallen into some sort of bureaucracy that supports an AIDS 
industry. 
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Chapter Twenty-Three 

The Battle Less Chosen - Health Care. 
The Death of AIDS Activism? 

"We spend hours debating the merits of whether national health 
insurance should be one of our basic demands on every flyer we send out, " David Feinberg 
( 1994) wrote about his early years with ACT-UP New York. Years later, a Democratic 
President proposed that very thing. Without a cure in site, National Health Care had become 
the most pressing need for PWA 's. The issue, however, had lost priority. 

In his essay, "What Ever Happenned to AIDS, " Jeffrey Schmaltz ( 1993: 60) felt 
the 1993 Gay March on Washington's concentration on the Gays in the Military Issue 
reflected a drift;" AIDS was an element of the march, but just an element. Speaker after 
speaker ignored it. " Few addressed the obvious need for health care for PWA 's. In "United 
We Stand; Divided We Grovel: Queers and the Health Care Debate, " McLarty argued that 
AIDS groups had lost sight of a common goal by putting so much effort into an issue like Gay 
in the Military which lacked unanimous support even among gays. Larry Kramer (1993) 
argued: "I'm perplexed that has become number one on the agenda of things for us to deal 
with when AIDS is so much more important... Why anybody gay or straight would want to 
serve in the armed forces is beyond me. " Neither health care or the miliary policy were 
reformed. And as an uninteded consequence, these fights cost Democrats vital political 
capital nationaly (Berke, 96). Urvashi Vaid observed, "What we needed to learn from the 
military fight is that we have to build more political power before we win any gay issue on a 
national level, " (Dunlap, 1996). 

No president had proposed such a comprehensive piece of social legislation since the 
Johnson Great Society years. Today, the possibility of comprehensive national health care 
feels like dream. July of 1994, the twilight of the health care debate years, Mike Fandell, a 
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long-term survivor of 13 years, reflected on what he senced was becoming a lost opportunity. 
We drank coffee outside in the sunny wood patio of Sweet Endings, a cafe on Church Street 
off Market. With an easy-going Mid -western demeanor, Mike, a fit man with thinning sandy 
brown short hair parted down the middle, brown eyes behind wire rimmed glasses, wearing a 
white Oxford shirt suggested that a die may have been cast when his community failed to step 
to the plate in the National Health Care debate. Three months later Democrats lost control 
in congress, having conceded defeat in the health care debate in early August. As the 
Rosevelt coalition was crumbling, only months before his own death, Mike articulated a view 
that would come to be a consensus (Skocpol,96, Daniels, 95). He pointed out the central role 
National Health Care, the incomplete cornerstone of the New Deal, could play in the battle 
to make HIV a chronic manageable disease. With today's exorbinant costs (Altman, 96C), 
Fandel's insight addresses the pressing AIDS issue. 

G'dali Braverman was a member of David Fineberg's ACT-UP old New York 
chapter, which argued for the cetral role of health care for PWAs, most of whom are gone 
now. By 1994, he looked like an anachronism when, wearing a T-shirt proclaiming, "Have a 
Happy AIDS, " he was arrested for taking over Senator Feinstein 's office in protest of her 
failure to support the Mitchell Health Care Plan (Conkin,1994). National Health Care was 
the battle most everyone chose not to fight. 

Michael Fandel Back in the era of Reagan and Bush, we had a clear enemy. We could 
become politically active and angry at these right wing conservatives who, in our view, as gay 
men and PWA's, these were the enemy. We could become very reactionary and angry at 
them. Now things have been kind of diluted because when Clinton came into the White 
House, PWA's thought there was going to be a change and thought that here was somebody 
who was willing to do the right thing. 

What surprises me is the lack of involvement on the part of AIDS activists on the 
Health Care issue. If there's one thing that has a direct impact on people with AIDS in the 
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AIDS community, it is the Health Care Bill. Why are the leaders on AIDS activism not 
speaking out and becoming very active in support of Clinton and the Health Care Bill? It's 
like, why not? This is something that is going to have such a direct immediate impact on 
everybody with AIDS and if you look at the costs. 

Probably the reason why I'm sitting here is because I've had privileged health care. I 
had a company that I worked for that provided me with extremely good health coverage. I've 
access to the best doctors in San Francisco, the best that medical science can provide. But if I 
lose that health care coverage, which is a very real possibility since I'm no longer working. 
When that runs out, what then? Whose gonna pay for the $50,000 a year for one drug that I 
need? And I know that if I don't have this drug, I will be in the hospital; I will be sick; I will 
probably die without this drug. But it's $50,000 a year. I've been very lucky that I have good 
coverage. There's others out there that don't have that kind of coverage, that don't have any 
medical insurance. If they don't get that drug, they will die and they do and they are. 

Why the AIDS community isn't just pounding on the door in support of universal 
coverage and in support of Clinton and the Health Care Bill, to me that is where the AIDS 
community has really fallen down in their activism. That should be the number one priority 
for people who are the leaders in the gay community, the leaders in AIDS activism. 
Everybody should have access to the same thing that I am gettin. There shouldn't be any 
reason why somebody who has CMV isn't getting gem cyclovir even though it's costing 
$50,000 a year. 

Of course, there's also that other issue: why is it costing so fucking much? (Laughs.) 
That's outrageous, that's prohibitive to many people. Why are the drug companies raping us 
for the cost of these drugs? It doesn't cost that much to make. What they're saying is that it 
costs that much to do the research to develop and they're trying to recoup their prior costs in 
developing it. When I first started taking AZT, it cost something like $25,000 a year. Now 
it's down to about seven thousand. 

Everybody with AIDS is going to have to deal with the health care system. (Laughs,) 
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You have no choice. But I've heard nothing. I read the gay rags, the BAR, the Sentinel, and 
you see nothing about the community becoming involved. Why? The rallying cry is in 
access to health care. True, there is no one single AZT or one single magic bullet but the 
rallying cry should be access to the full gamut to all people in similar situations as myself. 
Good quality health care in this country is a right, not a privilege. As it stands now it's a 
privilege. I'm part of the privileged class because I have good health care insurance. 

We can cover everyone but we're not because it's political. It's so political. When I 
see Bob Dole, the bullshit that the man spews, it's just infuriating. It's not that we can't have 
universal coverage, but he just basically says, we're not going to have it. Why not? Well, we 
can't mandate the employers to pay for it. Well, bullshit. Just two days ago, a full page add 
in the New York Times talks about Pizza Hut and they're so against employer mandates for 
health care. Well they're mandated in Germany and Japan. They're not going broke. They're 
expanding their businesses but they're required to pay for heath. Why can't they do that here? 
It's bullshit. It's political and and it seems the Republicans are the ones that won't do the right 
thing. They will bow to the moneyed interests. So that's my soapbox about AIDS activism. 

I would like to see the leaders in the gay, in the AIDS communities become more 
active in fighting for health care reform and I haven't seen it. I don't read about it. It blows 
me away because if anything, there is no magic bullet. There is nothing we can do other than 
provide good quality care giving to PWA's right now. What works for me between my 
doctor and myself and having access to some of the drugs that are available. That's what I 
believe has kept me alive for 13 years with HIV. Whereas friends of mine who did not have 
access to that or did not choose that route, died five years ago. The doctor patient 
relationship is extremely important. The Republican mis- information plan of government 
coming in between me and my doctor is ludicrous. Who do they think is between me and my 
doctor now? It's a private insurance organization. That's my political take on all this. 

It's almost like going through different stages. In the early years of the AIDS 
epidemic, we were going through the angry stage. We were pissed off that this was 
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happening to us. We had to focus on the enemy; the enemy was Reagan, then Bush; the 
enemy was Boris Welcome and AZT. Now, it's much more complex. There are no simple 
enemies. What do we have to do? We've got to get over that angry stage and I think 
somewhat we are. That true activism anger has kind of died down and now we have to focus 
on the needs of people with AIDS and that is good quality health care, helping people to 
make the right decision for themselves, not getting on a bandwagon of the right thing for 
everyone to do 'cause there is no such thing. It's gonna be different for everyone, whether 
they are different for a black woman and a white man and even different for two white men. 
There is no one way to go with this. What needs to be done in my view is some sort of a 
foundation of good quality care that and education that can allow people to make the right 
decisions for themselves. That's I think the most important thing. The anger and the hate, 
that's not going to work. It's understandable in the early years because we were all going, 
"My God, what's happening? Who's at fault? Who's to blame for this? Why isn't anybody 
doing anything about it?" And that's real understandable but that's changing. 

Where are the leaders in the AIDS community or I mean the gay community? Most 
of those people died. We don't have true leaders in the community, people that the whole 
community can rally behind. Part of the reason is the, even within the community there's so 
much conflict. You know, you've got the lesbians; you've got the blacks; you've got white 
males. And there's kind of pitting each group up against the other. Even if each of those 
groups might have leaders within them, none of those leaders can rise to be a leader over the 
whole community, so you get a diffusion of energy and power. In order to be focused 
politically, you have to be focused. Part of the problem with the gay and the AIDS 
community right now is theres no focus. 

United We Stand, Divided We Drift 

Hank Wilson I want to be around. I want to fight it. I think when I look at my ACT-UP 
group, we've got these cycles too in our group. Sometimes you need to ride it through but 
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sometimes it's important for people to keep together. I guess I feel that people need to find 
one or two people they can work with that they are respected by and they respect. If they can 
have those people in their lives they'll have endurance. When I look back at some of my 
friends who aren't here now, I have to consciously, right now, decide who those people are 
going to be because in the past I've always had those people. Even talking to you I am 
becoming aware of how important that is. There are good people everywhere. I think 
sometimes we spent too much time fighting with people we disagree with and never coalesce 
with people that you get off on. I think style wise, my thought personally has always been to 
pull together with people for something instead of trying to fight. We formed the new 
Democratic Club with the new name instead of fighting the old people. I still used to go to 
the other group. 

I remember when Vice-President Mondale came out here and we picketed him. The 
Democratic Party leadership, they were furious at us. We were supposed to be lucky that a 
sitting vice-president would come to our city and here we disrupted his cocktail party and we 
screamed. We did all these things. I remember them lecturing us but we waved our signs 
and blocked the shit out of him and our community divided. 

We are so lucky, I love history, I love to read history, to be at the right place but 
sometimes we like to coast a little and I feel like sometimes we do coast a little. 

Postscript - The Death of AIDS Activism? 

Cleve Jones What I thought last night walking in the Candlelight memorial (the 12th annual 
AIDS Candle Light Vigil) was so much about my friends who are gone. You know, it's kind 
of hard to describe what it's like to lose everybody you know but that's what happened. The 
people who joined the struggle in ACT-UP, many died, many of them got burned out, or have 
chosen to stay home to take care of themselves or others. Others have gotten jobs in the 
industry. As for what's happening now, what we are seeing is the accumulated toll of 15 
years of death. People like to talk about what's happened with ACT-UP but the single most 
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fundamental thing with ACT-UP is that they have died. 

G'dali Braverman I think that AIDS activism as we know it is dangerously close to being 
on its deathbed. And I am not certain that it won't die as we know it. My prediction actually 
is that it will die as we know it and that several years will pass before it's rescutated and 
reinvented. And that's a sad reality. 

Those were incredible days. Those were incredible days and part of me is nostalgic. 
Part of me is frightened that we could be nostalgic about something that is that current. I 
would say ACT-UP's major accomplishments are reforming the FDA drug approval process, 
the main accomplishment, creation of the parallel track and expedited approval and 
conditional approval and accelerated approval and expanded access programs. The second 
major effect is forcing industry and the media and the general populace to recognize two 
things: 1) that health care delivery in this country is a nightmare and needs to be revamped 
and 2) that patient involvement in decisions made around research and drug development has 
to be mandated. I think that industry recognizes that. It's still on a company by company 
basis but they recognize that we're not guinea pigs. Other effects have been made as well 
around discrimination around disabled people in general. 

Hank Wilson It was all of those little things. There's never been one thing that's changed it. 
It's all been incremental. It's all been add-on. What I do adds on to what you do, adds on to 
what Cleve does to Harvey to Bill Kraus to the people who fought with us. I don't think that 
AIDS activism has ended. I'm with ACT-UP Golden Gate and we're doing good stuff right 
now with two dozen people in the room. But it's always been partly scream and push and 
power like muscle. It's always been cerebral and they compliment each other. You have to 
do the homework which is studying the ground work and then you do the flash. Sometimes 
you do the flash and, at least if nothing else, it's noted as a footnote in history even if you are 
getting creamed. But activism means many things. I think it's going to be more complex in 
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the future. It's not going to be just the scream. We've done the scream, you know, the 
generic scream. We need to fine tune the scream, to be smart and scream specific messages 
and stuff. That's what's hard. 

Its very complex. We've got all these different opportunistic infections. We've got all 
these drugs. It's not a quick fix. It's going to be a marathon, not a sprint. Although I get off 
seeing people do a sprint. I see people in our ACT- UP group that have AIDS, that are dying 
and I say, "Alleluia! Sprint! Scream!" But it's a different mentality. I've shifted into the 
marathon thing although I have respect for the people who want to do the screaming and we 
need that but I don't see it. 

Where is the new generation? I'm old compared to you and I know that. I'm like a 
grandfather at ACT-UP. I don't see people in their twenties very often, a few. The other 
thing though is it's always been small numbers of people that have moved the community. It 
hasn't been thousands; it's always been core groups that are the catalysts for the larger group. 
That's been through the whole history. 

There's so much injustice. And now the drum beat in the horizon is even worse. If 
you know what happened in Germany, I don't want to get paranoid. I also believe, if you 
fight the fight, you win even if you lose. I really believe that because we're fighting 
invisibility still. Our biggest problem is people who don't know. 

Richard Chavez I think it could have been a little bit more aggressive. I think they should 
have burned buildings. And that may still happen. You have a community whose struggle 
and whose goal is to live so dying will not stop them. Changes will not happen unless there 
is a violent act. We're going to be in front of the State Department whether we have a permit 
to do. You just get a bunch of people and you start them sitting down. I don't care since I am 
going to die anyway, so you lose. I think you will get stuff like that. I advocate that stuff 
actually. There will be an anger that is coming through people that they will. I'm seeing it 
from people. 
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Without a Cure in Sight.... 

One night at work, conversation wound up on the end of the first generation of AIDS. 
One man explained: "Go back to the Fall of '93, right after the Berlin AIDS conference, take 
a look at the obits published in the BAR. There were twice the obituaries ofPWA 's published 
that fall. " The conference had revealed that no research leads were panning out (see Rofes, 
96:3, Kramer, 1993B). 'And those PWA's who had lived on hope that a cure was around the 
corner, who had held faith in science and our institutions, who had been told 'Be Here for the 
Cure' gave up. " The Halloween night carnival atmosphere in the Castro around the 

Clinton win in November '92 seemed like a distant past. The following year's Yokohama 
meeting produced no better news. "Meeting Lays Bare the Abyss Between AIDS and Its 
Cure, " the New York Times reported. "There's obviously some fatigue, " Don de Gagne 
observed. "There's nothing knew. I think we have to acknowledge that" (Pollack, 94). 

The Shanti Scandal, marking the demise of the paradigm of the San Francisco Model, 
broke Spring 1993 (Botkin,95). Today, the service net forming the San Francisco Model is 
crumbling, in need of funds, its volunteers compassion fatigued with onging epidemic 
(Lehrman, 94). 

Fall 1993 ACT-UP began what looked like an implosion. Out ran an article entitled: 
"What's Going Down At ACT UP?" when ACT-UP DC shut down operations (Chew,1993). 
The internal squabbles and such articles as " ACT-UP' s Split over Issues" continued 
(Shepnick,1995). 

As all this was going on, the McClintock AIDS Cure Act, H.R. 3310, was introduced 
to the 103rd Congress thanks to the lobbying of ACT-UP. The bill sought to fund a 
Manhattan type research project to find a cure. Six billion had been appropriated for flood 
disaster relief that summer; one billion for HR 3310 would have ignited the project. H.R. 
3310 earned nothing like the coverage of Gays in the Military, the Shanti Scandal, or 
Whitewater. And, of course, it was lost by November 1994. 
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Perception Problems as Political Obstacles 

What happened to a focus on a cure? It's difficult to say. A series of complex 
circumstances made taking on HIV disease in congress particularly contentious. By 1994 
AIDS existed at the withering point of Down's cycle of media attention (Nelson, 1984: 52). 
The public was tired of hearing about it. In terms of policy responses, it is at that place in 
which people know the answer will be difficult and costly to achieve (Nelson, 1984: 52). 
"AIDS Still Immune to the Onslaught of Medical Science, " Eric Eckholm (1994) wrote on the 
front page of the New York Times. The article specifically addressed the frustration of those 
hoping for scientific progress: "A reprieve seems farther away than ever. " 

As the abundance of obits in the BAR, fall of 1993 reflected, the community lost hope 
that a cure was ever going to be around the corner. "It's like the light at the end of the tunnel 
theory, " Raoul Thomas told me. Other issues hit the forefront. "Conditions come to be 
defined as problems, and have a better chance of rising on the agenda, when we come to 
believe that we should do something to change them, " policy scholar Kingdon wrote. The 
operative word here is "believe. " Few in believed finding a cure was a possible reality 
(Milano, 1995), so we stopped trying. The world of AIDS had become something we were 
used to having around. The fate ofH.R. 3310 is on our hands. 

"One of the worst things I see happening is that HIV and AIDS are beginning to be 
treated like some kind of an endemic problem that's just part of the tortured landscape of 
America, " Paul Di Donato, of the San Francisco AIDS Foundation, explained at a 1994 Bay 
Area round 

table entitled, "The State of AIDS" (Mirken, 1994). 

American Attitudes Toward Deviance.... 

During the 1980s, HIV was constructed as a politically contentious issue involving 
controversial behavior and the problem never achieved a solution. Human behavior issues 
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are more difficult to get on the table. There is a solid constancy who believe that PWA 's are 
already a politically protected special interest group deviating from the norm of mainstream 
behavior who do not deserve attention in the form of the federal government. "I will not 
tolerate a politically protected class while we're letting go healthy men and woman who have 
not used drugs, infected prostitutes or engaged in unsafe homosexual sex, " Republican 
Presidential Candidate Robert Dornan argued to cut soldiers with HIV from the (Schmitt, 
1996). His statement reflected many of the ideological obstacles facing legislation to end the 
AIDS crisis. 

One of the greatest difficulties of forming policies around HIV disease has to do with 
the fact that HIV has never lacked controversy; it is not a valence issue (Nelson, 1984:127). 
And it is shrouded with loaded issues Americans have never handled well, death, illness, and 
sex. Although HIV disease is the number one killer of all Americans 25-44, the word has not 
gotten out (Weir, 1995). Misconceptions and selective observation prevail. A great deal of 
our culture still sees HIV disease in terms of its initial high risk group, gay men and later 
IDVU's. 

Instead of formation of policies designed to end the epidemic, the Ryan White Care 
Fund passed (Hilts, 1990. ) Organizations formed under a model of deviance to serve, 
regulate, and segregate people with AIDS. Hospices were formed to house dying PWA 's, 
keeping them out of site. Services for PWA 's grew contingent on conformity, on social 
control (Perrow, 1978:106-7). PWA's were categorized. AIDS Inc. prosperred. 
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Part VII 

Institutionalization 
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Chapter Twenty-Four 

AIDS Inc. As the Revolution Slowed. 

The State of Maintenance and 
A Time for a Reassessment.... 

As the realization that the epidemic was not going anywhere sunk in, the transition 
from short to long term thinking had a profound effect on AIDS organizations. Groups took 
the attitude that they needed to jog, not sprint. Activists became dismayed. Disgust with the 
state of AIDS services pervaded the interviews. Many questioned the intentions of those in 
the "helping professions. " There is a perception that careers and a great deal of money are 
being made off of PWA 's by researchers, health, and service agencies ("Tracking the AIDS 
Economy"). Without a "magic bullet" cure, AIDS services had became the status quo. 

"Maintenance = Death, " Cleve Jones proclaimed at the 12th annual AIDS Candle 
Light Vigil in 1995. "For every hospice built, bodies will arrive to fill them. " By the 1990s, 
the volunteers who had lined up in force to serve their communities during the midl980s 
watched the very grass roots organizations they had supported lose sight of their original 
goals and becoming bureaucratic monsters. AIDS organizations began putting more effort 
into courting donors and funds than fighting their clients. "Most everyone else has fallen 
into some sort of bureaucracy and it supports an AIDS industry, " G'dali reflected. As the 
"revolution" incorporated, AIDS services and strategies to lobby for a cure stagnated. The 
San Francisco Model fell into a historic trap the helping professions. 

The bureaucratization of the SF Model follows classic premises of organizational 
theory. In difficult times, organizations tend to turn to a more centralized authority which is 
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soon followed by disenchantment among staff and clients. Members of such organizations, as 
we have observed, focus on their own issues as opposed to larger goals. Goal displacement, 
in which original goals, such as an orientation toward finding a cure, are left behind and 
replaced with new goals, maintenance of long-term organizations. Survival of such 
organizations becomes a means in and of itself. Everyone tend to start to follow protecting 
their own best interests. The Shanti CYOB ( Cover Your Own Butt) attitude and unionization 
of the San Francisco AIDS Foundation follow. Management set rules to control their 
workers and protect themselves. All of these things distract the organizations from their 
original goals (DAunno, 1996, Sosin, 1990, Bedian &Zammuto, 1991). 

From Hull House to AIDS Inc. 

Jane Addams referred to the degree, M.S. W. for social workers has as "Maintain 
Social Wrongs" (Trattner, 1994). A brief look at the history of the social work profession in 
America sheds light on the today's problems of AIDS services battling for state contracts 
while neglecting clients. A dialectic tension between two philosophies runs through the 
history. One approach is symbolized by Jane Addams, who practiced the principle of 
advocacy leading to social reform and autonomy, the other by Mary Richmond's charitable 
organization societies which practiced a form of interrogation leading to the elimination of 
deviance. (Hugo Manzo and Darnell Davis reflect on their experiences with charity 
organizations and social control later in the chapter.) Addams sought to serve her clients by 
"creating at one and the same time their own and society's betterment" (Franklin, 1986). 

During the 1920s, the leadership of the social work profession moved from Addams 
style activism, which attempted to fill structural faults of the capitalist system, to the business 
of running agencies from a relationship of cause/function and reform to service delivery 
(Trattner, 1994). The concept of individuals with full human dignity trapped in economic 
and cultural problems in a dominated Jane Addams' thinking. Mary Richmond, on the other 
hand, hearkened back to age old distinctions between the "deserving" and "undeserving" 
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poor. Today's "Welfare Queens" and "AIDS victims" who "brought it on themselves through 
their own behavior" are the latest tags on the old justification that inequities in fortune are 
deserved, that privilege is always the result of hard work, and that poverty and illness are 
also earned by the individuals possessed by them. 

Richmond sought to legitimize the social work profession in the years after World 
War I. Concepts of social reform began to be portrayed as old fashioned. Addam's brand of 
social activism fell out of favor after Addams was tagged during a Red Scare. Richmond 
sought to advance the practice of casework by appropriating more "scientific" methods 
(Trattner, 1994: 260-63). However Richmond advanced the profession but failed to 
articulate any coherent form oftheor or ideology of epistemology to the practice method she 
professionalized (Franklin, 1986: 518). Casework method advanced the "band-aid" 
approach to social problems without examining the underlying assumptions of 
inferiority/superiority and differing moral worth. 

The void of theory and absence of standards in the new profession allowed it to fall 
prey to a range of social science fads over the next 70 years. The story of the development of 
the social work profession is a tale of one unintended consequence after another. First and 
foremost, Freud's theories filled the ideological void of the new profession. Thus individual 
problems were viewed as unconscious and could be arm-chair analyzed to suit the mood of 
the middle class. Psychological theory overweighed Dewey's pragmatism (Franklin, 1986: 
519). 

Cause/effect analysis and evaluation methods lost ground. Problems of funding 
dominated the creativity of service agencies. Bureaucracies, such as AIDS Inc., grew 
without mechanisms to create accountability for their actions. And a Shanti Scandal, in 
which clients and workers were too busy processing emotions to hire adequate accountants, 
became possible. 

Addams warned about the institutionalization of the profession: "The danger involved 
is to look at social work too steadily from the business point of view, to transfer it into the 
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psychology of the business world" (Franklin, 1986: 518). The result is today's AIDS 
bureaucracies. Addams ' sentiment is shared by contemporary social activists. 

In the arena of AIDS services, a more money is allocated to service delivery than to 
research for a cure. Cleve Jones, like many AIDS activists, would like to see his peers 
working in the AIDS Industry get back to the Jane Addams form of social activism focussing 
resources toward ending the epidemic. In taking a macro-look at the San Francisco Model, 
interviewees talk about the metamorphasis from the grass roots to AIDS Inc. 

Cleve Jones The frightening thing about what's happening now is that there is this 
emphasis on maintenance. I think that the best and 

the brightest have died and those that remain are now just struggling to maintain their share 
of the pie. So my speeches, when I go out my new slogan is, "Maintenance Equals Death." 
That there needs to be a new wave of activism that refuses to accept the death of all us who 
are infected. 

It's been quite strange to watch the power of our community grow as a result of the 
epidemic. People don't like to admit it, but the fact is gay and lesbian people have much 
more power in this country than ever before because of the AIDS epidemic, because of the 
fact that America has come to know its gay and lesbian children as we've gotten sick and 
died. It's hard to stay in the closet with purple lesions all over your face. And we've 
discovered the solidarity that does exist within our community, that it was not a transitory 
thing based on some sexual fad or trend, that it was real and permanent. So now I see an 
enormous potential that we have. But people don't quite accept the stakes. 

It's perfectly clear to me that half of the gay men of my generation and a third of the 
gay man of your generation are going to die of AIDS unless there's a cure and that no amount 
of service providers are going to change that. All of the force of the movement and all of that 
power right now seems to be directed at housing sick people and feeding sick people and 
trying to do some education within the guidelines that are allowed. It's very frustrating. If we 



321 



go on this way everybody is going to die. I don't want to die. I still haven't 
accepted that I am going to die of AIDS. 

Robin Tichane I think a lot of the focus has been on the individual and Shanti's work as 
one-on-one. It's important to do that, but the AIDS Foundation a lot of these places seem to 
be so focused and so near sighted. Let's help this individual get through the Social Security 
paper work system and it's all months and months and months. Very few people are taking 
the distance to step back and say "its already 10,000 and it's certainly going to be another 
25,000 in this little town." 

Hank Wilson What I hope, and this has been a problem in the black community, as groups 
get institutionalized the industry takes over. There are so many problems in the black 
community right now. Crack is just destroying them and the black politicians don't always do 
what they need to do. Service industries perpetuate themselves instead of dealing with 
problems. We're at that point now where we've gotten institutions. We didn't when we 
started out. It was all community spirit, community building, not career building. Thats the 
difference. I see that and it hurts. 

G'dali Braverman Part of what the evolution of this movement is based on is that some 
people can't live with the small changes, and they make choices to become part of what I call 
the AIDS Industry because they think that being on the inside is going to make that change. 
People struggle to find ways that they feel are going to be more effective. But no one is 
sitting down to do an assessment and say, "You know what? Maybe it's better to sit down 
and start from scratch right now." 

I tend to have the attitude of "Why assume that anything worked?" We're still in this 
epidemic; people are still dying. People are clearly still becoming infected. The 
organizations that have been created have had some too limited impact on public policy, 
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which is a very volatile area that can change with every meeting of the legislature, and no 
impact on overall treatment. Why not start from scratch and just say, "Everything's failed?" 
Everything has failed. What do we need to do? Pat ourselves on the back about our 
successes and try to model a program them. Those successes are not sufficient enough to 
warrant modeling something after them. 

We, as a microcosm, being the gay-lesbian- AIDS community and its infrastructure, 
can be dismantled completely. So what we will end up with is lots of PWA's without 
services and lots of gays and lesbians losing their jobs and having to really reexamine what 
their true motivation is. Are you here to unionize your job at the San Francisco AIDS 
Foundation? - which to me is a repulsive idea. I don't think that PWA's working at the AIDS 
Foundation need to be unionized. Your objective in working at this is to see an end to this 
disease, not to protect your job. If you need to protect your job, then clearly you're thinking 
of this as a long-term thing and you're not finding short-term solutions to this epidemic. Big 
problem there. 

Why was ACT-UP birthed? Because an option was created, AZT. And it was 
inaccessible to the masses. This stirred people enough because when a glimmer of hope is 
there in the mass of confusion then people begin to mobilize. None of that exists now. What 
we have instead are thousands of superficial glimmers of hope that appease the populace 
sufficiently to keep them from being activated or mobilized. "That organization will take 
care of me" or "They're really doing the work. I know they're fighting for me." Those are all 
false realities. They're band-aids, dog biscuits, whatever. 

The question that I would pose to every AIDS organization in the Country is: If the 
cure was here tomorrow and it was not available for another year, or would only be available 
on a limited basis and it was expensive, what would you do? Would you fire your staff and 
liquidate to have the funds to be able to buy that out now to provide it to the people who 
would have died between now and next year? What is the triage that you are willing to 
consider and why isn't that approach being taken with every advance that could move toward 
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making this a chronic manageable disease? The answer that you'll get is, "Oh, we have a 
board of directors and we have limited discretionary funding and we have to put together a 
budget and allocations and we get government grants. We have to substantiate where that 
money is going so we wouldn't be able to direct the funds." So what have we got? Do we 
have a machine that's representing the needs of people? Or do we have a machine that's 
simply recognizing that people exist and is doing something amorphous around that? It's 
bullshit. Its our responsability. If we feel that we have the right and the ability to revise the 
FDA, the drug approval system and revamp the direct research system then what's our 
responsibility to our community to look at our organizations? This has been a financially 
efficacious disease for a lot of people. 

Raoul Thomas It's a big money making venture for a lot of people. I think of how much 
money gets generated just because of AIDS. It's probably generated billions of dollars. They 
are kind of making a lot of 

money off the illness. It's definitely an economic phenomena. 

Hank Wilson The AIDS Industry, AIDS Inc. supplanted People With AIDS. People With 
AIDS originally had the AIDS Hotline. People With AIDS had community forums and they 
did a bunch of stuff. Now the AIDS Foundation has the hotline, has the forums. We lost in 
this city. 

Nancy Lemoins I'd like to stop the industry of the whole thing, the making money off of 
people's suffering. Everybody who does a fund-raiser who makes a 150 million dollars gives 
it to the AIDS Foundation. What are they doing with that money? This is why we started 
this PWA Coalition. If it doesn't get caught up in rhetoric and ego then it might do 
something. I don't know. I feel pretty disillusioned. 
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Cleve Jones Now, I got a problem with AIDS Inc. because AIDS Inc. is based on 
maintaining the status quo. 

The Light at the End of the Tunnel Theory 

Jobs, Careers and a Failed Hypothesis 

"There's been painfully little progress in ten years. " 

Many including the University of California at Berkeley's Peter Duesberg (1996) 
have been arguing for years that HIV does not cause AIDS. Paul Greenbaum and other 
elaborate on the reasons why AIDS research had produced so little by 1994. 
Paul Greenbaum I'm more and more open minded about the pathogenesis theory around 
HIV. I don't readily dismiss the heretics, not as quickly as I used to, because they should 
have made more progress if they'd been on the right track. So I think there has to be some 
recognition that they have not been on the right track with the anti-viral medications and the 
theories of how the disease works. There's been painfully little progress in ten years. In fact, 
this has sort of become a Space Shuttle of pharmaceutical data. "We'll make it work. We 
may have to throw another billion dollars into this drug but somehow we'll make it work." 

I think Project Inform has got a very large stake in the HIV hypothesis. I have 
lobbied a lot to get them to be a little more flexible. They tend to re-write history from time 
to time and say, "Oh well, we never really told you to take AZT. We just had early 
intervention." I thought that was a lot of spin-doctoring and protested them, "Let's just say 
we were wrong about this. Everybody was wrong." (He gives me a copy of "Treatment 
Strategy, Project Inform Discussion Paper #1, Day One.... After You've Tested Positive, " P4, 
5/17/93, and comments.) This AZT statement has been thrown back in everyone's face for 
years from PI without retrenchment. It's a dangerous postulation, especially in light that 
uninformed people may use if for other means. Paul Reads: 

Use of an anti viral should be discussed with your physician as soon as infection by HIV is 
diagnosed, without waiting for the appearance of symptomatic illness. The recommendation is 
to use anti viral medicine anytime the CD4+ count falls below 500. This may be expanded to 
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people with higher counts when other studies are completed. In general, it seems logical to 
use anti viral medication anytime a person is infected, perhaps without regard to CD4+ 
counts. 

Project Inform just won't face the fact, you said anyone who's diagnosed should take 
AZT, no matter the T-cell number. Why can't they just admit they were wrong? 

Yet even with all that I've seen some bureaucratic shenanigans that at times I find 
a little unsettling. I mean, I am still committed to the goals of the organization but they 
do take money from pharmaceutical companies and I don't care what they say that's going 
to effect your point of view. The pharmaceutical industry has fairly always been with us. 
And that money is spent like on going to Berlin or Amsterdam (for AIDS conferences). I 
really think it could be better spent around the office providing direct services instead of 
supporting a little cadre of careerists, which is what we have there now. But, whether I 
like it or not, PI is going to part of my life. 

Cleve Jones The San Francisco Model or what was the San Francisco Model when that 
term was coined doesn't really exist any more. There's aspects of it that continue to have 
great strength, you know the whole idea of volunteer-based organizations and the rest is 
valid and important. We were more cost effective because we were able to keep people 
out of the hospital longer. But there's a couple of things that got really screwed up. 

Hank Wilson The original PWA Coalition wilted because we weren't valued as people, 
a people with AIDS. 

The State of Maintenance.... 

Jane Addams warned about the pitfalls of the "helping profession" (Trattner, 
1994). Darnell and Hugo tell stories similar to Hank's, stories about housing programs 
that would have made old Jane at her Hull House quiver. Service groups are required to 
follow certain stipulations to receive funds. These conditions often stifle the freedom of 
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those accessing the services. Per, Hugo, Darnell, Cynora and Yvonne discuss a state of 
AIDS services which serves to take the vitality out ofPWAs by constantly keeping the 
disease in their faces. 

Darnell Davis I moved twice in a two months period. Do you know how exhausted I am? I 
went to the people running the building I just moved out of, I says, "Look, my life is 
wonderful; I've everythings on track. I have a one -room apartment, but my concern is 
maintaining my home." What did they do? The first thing they fucked with is my 
goddamned home. So I moved out. I'd rather sit and die by myself, in my own shit, than to 
allow some of these people to take care of me. 

I was under the impression that I was moving into a building that was there for HIV 
people who needed help with low-income housing. I agreed to come in there and pay low 
rent. I did not agree to any other program. I didn't need a caseworker. I was not aware that I 
had people policing me everyday or that someone could come to my house at the age of 35 
and say, "You can't have guests, you're on house restriction." I don't need that shit! When you 
take away the people that love you, deny them access to me, then you take away a lot from 
me. Then you make me totally dependent on you, and that means you can rub me anyway you 
want. So that means that I have to sit down and say, "Yes, yes, yes," when I say, "No, no, no." 
In other words: "Fuck you. You don't live here. I do. You go home and you entertain your 
guests and you have dinner. I can't. What? Because you've agreed to give me low-income 
housing." If that's the price to pay for low income housing, then it's no longer helping the 
people. 

The false facade is that they are here to help people. When my T-cell drops, my stress 
level skyrockets; that's not helping. In a two month period, I lost more weight and sleep and 
gained more stress than I have over the whole fucking year that my lover died. That's 
pathetic. If they were able to do that to me, can you imagine what would happen to someone 
that isn't as strong as I am? 
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I was treated like I was brought in there off the street. In one meeting, I says, "Oh, I 
went to visit my nieces." She says, "It must be nice to finally have an address!" Excuse me? I 
had an address before I got here. That just showed me where her head was. You think about 
these things and wonder how deep does this attitude in the organization run? You're dealing 
with people's emotions at a point in their lives where their self-esteem is very low, their 
tolerance of pain is very low. And you have someone dishing out that much pain, it goes 
deep. 

I was able to move out. I'm going to die the same way I live, with pride and 
dignity, and you can't have that. And that's what they strip. You take that pride, dignity 
and self-respect away, we just have a hollow shell. We have people walking around 
scared; these are adults, they're having the roughest time of their lives. Faced with 
something that a lot of people have no perception of what these people are feeling, 
mentally and physically. And they're taking away the last little thing that they have left in 
their heart away from them. If they're just going to take that away, who the fuck wants to 
live? 

Hugo Manzo After that first Shanti House, I moved to the concentration camp in which I 
am living now. Concentration camp, why do I say that? One of my friends says every 
time he goes to visit me he thinks he's entering a place where people are being held 
hostage instead of a place where people are being helped. It's mostly red tape I think and 
not really wanting to really help. Instead its just making a name by showing the 
community, "This is what we are doing for PWA's." They're doing it for themselves not 
for us. 

How would I do if I were to run the place? Well, first of all I would become 
involved in doing more fund raising for the building itself because it needs a lot of 
maintenance. Secondly, I would take away a lot of the rules that they have. I would fight 
the government around money being given under strict conditions which cause these 
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rules. If you make money the government can take away your funds. It takes away the 
dignity of the persons. I would make it very different. I would be on the side of the 
clients not on the side of the government. After a long time people tend to forget why 
they really started working and they become bureaucrats and not helpers. I am sad that 
they have used AIDS, this disease, to make money, to make a political career out of it. 
The only agency that I give an A+ is the AIDS Emergency Fund, the very agency that 
does not pay any staff but two or three; the rest are volunteers and help clients directly. If 
we have more agencies like that, the government would not have to spend so much 
money. 'Cause most of the money that the government gives to the AIDS epidemic is not 
going to the people. It's blocked by the bureaucrats in the middle. They have made an 
industry out of AIDS and they don't let the people receive the money. That needs to be 
changed. Don't say you are going to help because that's playing with God's principles. 
When you play with God's laws you have come onto a very dangerous ground. 

Goal Displacement 

The transition from short to long term thinking associated with the reality that 
HIV was a long term disease had a profound effect on organizations. Origional 
operational goals were adapted and displaced (Bedian & Zammuto, 1991 ). Issues like 
quality control became salient. Brodkin and Libsky ( 1983) note such changes often serve 
to undermine quality of services for clients in human service organizations. Per tells a 
story about a community center for PWA's. 

Per I went away for two months and came back and wanted to go see the people that I 
knew there. Here I was standing in their lobby and they wouldn't let me in to say "Hi" 
because they changed their policy. Some insurance company took over so they had to 
have a letter and then they said, "Now, you have to be here at least three times a week. 
You have to." I am not going to commit myself to that just because of some policy. I 



329 



never went back. I actually got disappointed with the whole thing. It was helpful to me 
to go there and meet other people and have a meal with them, network with these people. 
I have a problem with all these conformed organizations. If you're going to look into all 
the AIDS organizations in San Francisco, you wouldn't have time to do anything else. 

Cynora Fuck these organizations about. I'm sorry I'm using that real freely, but that's the 
way I feel about a lot of the referral sources. It's that people have other fucking agendas. 
"I have some thing else that I would rather do because then I'll be this person in this 
community with this much clout." You run into that. I'm so sick of other people telling 
us what we need. They have councils they set themselves on. I'm tired of being the poor 
little woman with AIDS. I got to depend on you for every mother fucking thing. 

Yvonne Knuckes They need to put more people out in the field, outreach talking to 
find these people and talk out in open places instead of sitting in office and letting people 
know where the help is, someone out there telling 'em where to get help. Go in these 
places you're afraid to go in. That's where the people are with it. 

The Need for Consolidation 

Cleve Jones When I ran for office here two years ago, one of my campaign themes was 
the need to centralize and consolidate AIDS services, which I see as now beginning to be 
addressed. We've got a situation now in which too much money is going into 
administrative costs. If you've got a hundred agencies, there's actually more than a 
hundred agencies in San Francisco alone, providing services to PWA's. And every one of 
them has an executive director, a development director, a media coordinator, and a 
volunteer coordinator. Can we consolidate some of these? Can there be one centralized 
volunteer intake and training process for example? 

In the past the integration of human services has been viewed as 
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an improvement to the quality of service provision through the creation of more rational 
service delivery structures that are capable of identifying client needs and solutions available 
to meet these needs. (Ezell and Patti, 1990: 26-7). In addition the hope is that such 
consolidation allows existing resources to be utilized more expeditiously through eliminating 
duplication and red tape. The question is, does the performance meet the promise? 
(Frumkin et al,1983: 14). One must look at other models to understand the potentials and 
problems of consolication of services. In Florida, which consolidated all its human service 
agenices, the smoothly operating service delivery unit that the legislature had envisioned did 
not emerge (NAPA, 1977). Lessons of the Florida consolidation apply can be used in looking 
at the ailing San Francisco Model in need of consolidation. Server al premises hold: 

* Innovative reform is not cheap or easy. 

* Adaquate information services to create a one stop shop are a cornerstone 
component of the re-organization functionality. 

* Consolidation has its opportunity costs. Like life with Human Service 
Reform, you get out of it, what you put in it. 

San Francisco AIDS housing, which implemented a consolidation program, 
demonstrated the practical results desired. As relfected here, the city was glutted with 
people applying for housing through various different programs. The CHIPs program 
was established to consolidate all those housing waiting lists to one data base. The 
CHIPs program however was much smaller in scope than the model proposed in 
Florida. The lesson may be useful in the reorganization models may work within human 
services. 

Certain anteceedent factors make a larger consolidation of the the San Francisco 
model more difficult. Title XX of the Social Security Act and the Social Services Block 
Grant allowed states far greater autonomy in contracting for services (Sosin, 1990). This 
also created an atmosphere in which city and state social service organizations were 
often at odds with each other for government contracts. The same phenomena is 



331 



currently underway for Ryan White Care Funds. Its difficult to see such agencies further 
consolidating. Lipski (1980: 45) points out the truism that increased supply of services in 
tern creates more demand. Devolution of government created by balanced budgets puts 
social service agencies in a desperate, defense orientation. In such environments clear 
goals are often blurred. 

Jay Segal Lots of it has got to be consolidated, especially right now at this minute 
because we just lost $220,000 from our San Francisco AIDS budget. Part of what Project 
Inform has been telling the government and it doesn't apply to them because I've tried to 
do it is: the reason the government is failing is that we have 318 AIDS organizations all 
doing the same thing differently at the same time, splitting the money up 318 ways. If we 
had one project at a time and we took all 318 people and they did their expertise on that 
particular project and we didn't stop that project until we got it done, it would work. But 
PI who is doing 318 different things at once, will not do that same thing themselves. I say 
to them, "If you do this yourself and it works on this scatterbrained organization, it should 
be that much easier to sell to the government or the city bureaucracies. Look, it worked 
for us, try it." It makes sense to me 'cause there's a lot of brains out there and a lot of 
people who aggressively want to get this thing. Their efforts are wasted because there is 
just so much going on at the same time. Even if somebody came up with a cure, it would 
get blurred in the mirror and nobody would see it. There's still the question of if we got a 
cure how would we get it to the people? 

The Next Wave 

The pandemic is evolving, changing faces, and ulitmately becoming more 
intertwined with American poverty. Today, HIV death rates and probabilities of dying 
from HIV are substantially higher among blacks than among whites. Gay men continue 
to get sick (Gross, 1993, Odets, 1995). Rates of infection never slowed (Rofes,1996: 173- 
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8). There was a 13 percent increase in AIDS death among black men in 1994, the last 
year for which such numbers are available. AIDS caused at least one of every three 
deaths among black men 25 to 44 (Hilts, 1996). The evolving face of the epidemic 
proved extremely difficult for the burocracies of AIDS Inc. to handle. 

Cleve Jones One of the most unfortunate things that has happened is that, at least in San 
Francisco and elsewhere, is that various communities, particularly communities of color 
and women, weren't being served appropriately by the agencies that were created mainly 
by men like myself middle class background white, urban gay men. As the epidemic has 
changed and grown, it has not always appropriate for these organizations to be run by 
white, middle class, urban, gay men. So a lot these agencies serving, particularly people 
of color, set up their own independent agencies. While they were well motivated, I don't 
think it's really solved the problem they were trying to address. Instead they have become 
further marginalized and as the funding opportunities have failed to expand with the 
epidemic, there's enormous competition between groups. 

Another problem has been that many of the agencies that were set up by gay 
people were set up by people like myself who did not have backgrounds in public health 
but in political activism and were interested in our little turf wars. But the most 
fundamental change that's happened is that you now have agencies like Gay Men's Health 
Crisis where a majority of their clients are not gay men. This puts us all through all sorts 
of changes because, of course, the gay community has this great sense of ownership of the 
disease and the agencies that were created to fight it. They are often the bases of political 
power for activists within our community. That's not right or wrong, it's just the way it is. 
So, things have got to change. 

Chata It was real funny 'cause I had a volunteer once turn around and tell me, literally 
turn around and cuss me and read me and told me that he didn't want to work with any 
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other population and didn't want to work with, "Those people." He only wanted to work 
with gay white men and gay white men only and that he was sick and tired of the agency 
oppressing gay white men bla, bla, bla, bla bla, bla. It was like, "You know what, time 
out for a second because you insult me as an Indian, as a gay man and as a person of 
color." 

Hugo Manzo I wish that all the AIDS agencies, Shanti Project, Latino AIDS Project and 
all the other little agencies will disappear. We need new structures. We definitely need 
new structures. Why? Because the structures that we have for the AIDS agencies are 
based on gay people. Is that wrong? No, it's not wrong but it's not only gay people that 
are getting infected. It's everyone. So we need to change the structures so that we can 
serve better. That's what the ongoing problem has been. 

We're still caught up in thinking AIDS is a gay disease and we don't want to 
change that. We show that by not changing the strategies of helping or changing the 
structures of the agencies that help people. 

Chata The figures in 1995 from the CDC out of Florida, everybody is freaked out 
because 25% of their AIDS cases are coming out of the elderly community. You got 
Grama and Grandpa, they got full blown AIDS and everybody's freaked. Well why? 
they're not a high risk community; they're not doing drugs but they're fucking. Hello, 
(Laughs.) if you are having unprotected sex, you are at high risk, plain and simple. I don't 
give a fuck who you are. And you could carry that Bible from here to hell, child, 'cause 
that's where you're going to end up if you don't snap and realize. 

As the demographics of the epidemic change, HIV's impact on the mortality on 
black Americans is likely increase (McDaniel & London, 1995). And the new wave of 
HIV will produce new stories: 
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Cynora The epidemic that's beginning to get unveiled here in the East Bay is going to 
blow people's minds. I see a big change. I was doing outreach, passing out condoms on 
14th Street in Oakland. I had one guy tell me who already had AIDS, "Why do I need to 
use a condom? I'm already infected." Why would the person want to perpetuate their life 
if they already think that everybody who gets this disease is going to die from it anyway? 
There's no education. There's no hope. We can't fight. We can't live. We won't be here 
long enough to make this disease die. What difference does it make? 

Yvonne Knuckes This one guy came up to me about six months ago and told me he had 
the virus, he be down there, right? He wanted to ask me do I think this other girl he had 
been with had it. I said, "I don't know how you got it but you shoulda used a condom." 
You know you're having all these different people, picking up all these young girls. 
You're having sex with them. Now he's walking around, trying to find out, wondering 
which one he got it from. I said, "Well you will probably never know that. Now you 
know that you should've used a condoms, right? So we're talking now. He was the one 
who was, "I'm not ever going to do this or put a condom on." 

In the End 

Cleve Jones I am very concerned that there is this great focus on maintaining our share of 
the Ryan White pie. I was at this conference recently where I overheard people over at the 
next table celebrating the fact that their city had now been added to the list of Title One cities 
and so there were going to be more job opportunities for them. I don't begrudge anybody 
getting paid to do this; I get paid for what I do. But we need to recognize that we are part of 
an industry. My little personal joke is, "God, if they find a cure I'm going to have to find a 
real job." AIDS Inc. doesn't worry me. What worries me is the attitudes of the people who 
work for AIDS Inc. Are they going to fight for a cure? 
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Chapter Twenty-Five 
AIDS In Context 
Consensus-Focus on the Cure 
A Look at the Big Picture 

The meat of the material for this chapter comes from responses to the question, 
what would you do if you were in charge? Almost every PWA I talked to responded that 
they wished there was more of a focus on finding a cure as opposed to a social service 
model. Interviewees look at first generation AIDS in the contex of Stonewall. 

Cleve Jones I think there has to be a whole break and we have to say, (begins hitting 
the table) "No, we are not gonna just build more fucking hospices! We are going to find a 
God damned cure and we are going to save the people that are infected." 

Raoul Thomas There's this store called Under One Roof, in which all the money goes to 
AIDS charities, "God, what a great idea but why isn't there more money being spent 
towards a cure? Why hasn't a cure been found?" I'm just wanting somehow to survive. 

Hazel I know some of it has to go to taking care of people who are sick. I think there 
is enough money for that too but I wish there was more attention given to research. Why 
we don't have a cure. If I had the power and the money that's what I would be doing but I 
would be doing it worldwide. The French, the Germans, they all got fabulous doctors and 
whatnot. They're all doing good work around this disease. Everybody needs to put their 
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hands together. But they want to be able to say, "OK, we were the first ones that did this 
for HIV." If they got together, we'd get a cure a lot faster. 

Richard Chavez I would take all the money that is really needed to specifically come 
up with a cure for the virus. That's what I would do. In order to do that you unleash the 
reins on the treasurer of the castle. You give free rein to those people who do research. 

Raoul Thomas I would do something on the Manhattan Project scale to develop a 
cure. It's really an emergency, all alarm bells have gone off. A fire has broken out; now 
it's time to put it out. It's a meltdown. It really is. 

Cleve Jones And I think Larry (Kramer) said years ago, maybe y'all ought to shut down 
and let the bodies stack out in the streets. Let people see what the hell is going on here. I 
said it last night at the Candle Light March. I said, "I want to talk to all the caregivers out 
there. I know that most of you are caregivers out there either in your own homes or the 
agencies and organizations. I know you feed the hungry, and clothe the naked, and 
shelter the homeless, and dispel ignorance. None of that and none of these candles and 
none of these quilts is going to save my life. I want you to save my life. I don't want to 
die." I'm going to get the service providers, I want them to push the absolute limit of their 
501C3 status. How many meals are delivered in this country every day to home bound 
people with AIDS? Every one of those meals should have a pre-addressed envelope to 
that person's Congress member. How many people are going through intake interviews 
every day in every city and town in this country right now? People down there (directed 
at myself as a staff member of an AIDS agency) tell them that whether they live or die is 
going to depend on the Congressional allocations for research. 

Marching is worthless except it makes you feel good. How many of those people 
there, there were about 5,000 people there last night, I betcha if you asked, "How many of 
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you really have sat down and put pen to paper in the last year to a member of Congress?" 
maybe a dozen people would raise their hands. It's very frustrating. 

Another thing I find frustrating is that the politicized activists throw around this 
terrible burden of cynicism. I had lunch here at this restaurant two weeks ago with Larry 
Kramer and Martin Delanney and Mike Shriver. They are much more cynical than I am. 
I think part of it is that I get out into America all the time. I'm going to little towns and 
big cities every day. I think there is an incredible reservoir of good will and intelligence 
out there and that the American public is not hysterical about AIDS any more. Most of 
them are not full of hatred and most of them have learned that they have a gay person in 
their family. I really think that's where the country's at. And that's backed up by a whole 
lot of those surveys so that even the right wingers begin to splinter and divide over these 
issues. So you've got these activists who are so cynical. You've got gay people who do 
not want to give up ownership of the disease. 

It's very similar to when you look at abortion. You see from all reliable sources 
that the vast overwhelming majority of American citizens basically don't want the 
government telling women whether or not they can have abortions. They may not like 
abortions. I don't like abortions. If I was a women and was faced with that decision, that 
would be one of the difficult decisions of my life, I know. That's why I don't want the 
government for them. That's, I think, the typical American attitude. But the right wingers 
out-organize us every time. I think there's been a dramatic, profound shift in public 
perceptions of homosexuals and of the AIDS epidemic and that we don't reflect it because 
we're lazy and it's easier to go to a march. It's not so easy apparently to sit down and write 
letters. That's what I am trying to do, just get people focused on basic political stuff. 

I think first and foremost there has to be a dramatically increased research effort. 
It has to come from the government and from the private sector and it has to include both 
basic science and clinical trials. The drug combination I am taking is not being studied. I 
know for a fact that there are eight men just in my neighborhood up at the river that are 
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doing the same drug combination I am doing, but I don't think anybody is collecting 
statistics on it. So the research effort has become very fragmented and disconnected. It 
needs to be more cohesive. It needs to be better funded. 

Education 

Some of the other things are: you need a national education policy. Right now 
every fucking school board in the country has some right-wing asshole on there whose 
gonna censor what the kids get. It's clear from what we've learned in San Francisco that 
safe sex education is going to work if it is explicit and constant. Its difficult to walk 
through the city and not see a bus poster about AIDS. 

It's maddening to me and I go to places where there is no AIDS education and 
then, you know, these dumb kids waking up, realizing they're queer in Duluth and Des 
Moines and Debuque and getting on the Greyhound and coming out here. They're 
clueless and they're broke and often they're alcoholic and drug addicted and abused. This 
is where I get sad again because I believed that your generation of gay kids would grow 
up not experiencing the kind of self hatred that my generation experienced. I thought that 
that would change forever yet it appears that it has not. And when you read the focus 
group reports of these interviews, from the AIDS Foundation, with these under 21 year 
olds who are infected, it's heartbreaking. They say all the love in the community is going 
to people with AIDS; all gay people have to die; this is my destiny. It was just like this 
thing I saw interviewing black women, black girls with babies. They're asking these 
children, "Why did you have children?" "Well, it was the only way I could get somebody 
to love me." I hate to use the little buzz words of the day, but it's all about self esteem 
and it breaks my heart to see there are so many gay kids growing up with the same 
bullshit. I know what their lives are going to be like. I know they're gonna be strung out 
on drugs or alcohol or dead from AIDS very soon. So the struggle continues and lives are 
still at stake. 
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It's amazing how many people don't read newspapers. It's amazing how many 
people don't want to talk about it or face it. I don't have any magic solution. I think if I 
were the president, I would go on television. I would address the American people in 
dramatic ways and call upon everyone to pull together. I would require explicit education 
campaigns on television every hour. It's interesting, if you look at the Dutch model and 
people don't want to do it because the Dutch are seen as so out there progressive. If you 
look at the Dutch model on drugs and on sex education, you know they have incredibly 
explicit sex education at a very early age and in addition to having the lowest STD rate in 
the world, the lowest AIDS rate in the Western world. They also have a significantly 
lower rate of sexual experience than their American counterparts who are ignorant. 
These kids who get onto all this information are not encouraged to have sex. On the 
contrary, it seems to scare them. No Dutch kid is going to have sex without a condom. 

Hank Wilson It's a dynamic epidemic, it's not constant. We have all these issues to 
fight and it's not going to stop. It's going to be drug after drug, opportunistic infection 
after opportunistic infection. I'm taking a drug right now that costs $3,000 a month and a 
lot of the people in this building don't even know it's available. And I know because of 
my studying and ACT-UP and I fought to get it and I have insurance. Are the poor 
people going to get it? And it works. I know. I've been in much worse shape than I am 
now. 

Chata Dealing with HIV and AIDS, the dynamics are so huge. You're dealing with men and 
women, bisexual men and women, transgender men and women, you're dealing with woman 
and children, you're dealing with families, you're dealing with cultures, you're dealing with 
domestic violence, you're dealing with fetal alcohol syndrome, you're dealing with 
hemophiliacs. The dynamics are just huge. They're all changing and they're continuing to 
change. And we don't have the systems medically or financially set up to take care of the 
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need. Volunteerism all over the world is a big part of non-profit AIDS organizations and 
they do things and get things done. This still does not negate the fact that some people are 
homeless. We need housing; we need medical; we need detox; we need education... 

Hello! The United States needs to get up off its ass and learn something from 
Amsterdam and from Switzerland where they have the lowest IV drug use anywhere, the 
lowest in AIDS-infected anywhere. Why? because, the shit's legal. Yes, they are getting 
clean needles. Yes, they are getting the information. That's another thing, how do you turn 
around and teach anal retentive America about safe sex? What is safe sex? It's a hell of a lot 
more than just putting on a fucking condom. How the hell are you going to straight out and 
forwardly talk about what men and men do together, what women do together? People don't 
want to hear about how they're getting whipped and how they're getting butt fucked and how 
there are clit piercings and so on and so forth. We can't talk about that shit. Yet at the same 
time they can't handle it when the priest is blowing up someone's skirt. People are so fucking 
anal retentive about their sexuality, they don't got a fucking clue. 

Jesse Helms sitting up there on the God damned floor of the House waving this 
fucking pamphlet talking about: "You read this shit, you're gonna become queer." Well 
motherfucker, who are you fucking and what's his name? because it's obvious you read it. 
(Chuckles.) "Its too blunt for our children to read..." I've been fucking around since I was a 
ten year old child and believe me, I knew I was playing. We all know that we are playing. 
We all know that we are going to touch ourselves and, no Grandma, we ain't going blind (See 
Neff, 1996). 



AIDS in Context, Stonewall and Beyond..... 

Hank Wilson The other challenge is, if people are homophobic and they vote against us, 
we still can move them. We still can make progress. If homophobia is on a scale from 1 
to 40 and we can move people to 16, where they started at 6, that's progress, even though 
they vote against us. To fight the fight is to win, even when we lose. That sounds like a 
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contradiction but it's not. We've got more people now that we ever have and that's 
because of AIDS. That's the silver lining. It's brought people out of the closet. We're 
also perceived by many people as a caring community, not just a sexual community. 

Cleve Jones I'm frustrated with AIDS Inc. but I think you have to separate that out from 
Gay and Lesbian Liberation. Unlike other social movements, especially movements of 
economically oppressed people, Gay and Lesbian Liberation is about personal liberation. 
It's about individuals deciding to live their lives openly and honestly and it is a great deal 
about love and a need for relationships. 

But I think the reason why we have advanced so far in the gay struggle over the 
last ten years is because so many men and women found themselves confronted in some 
way in their lives by this virus and were forced to take a stand, were forced to come out, 
were forced to care for people and to realize that the times required them to act. I still get 
blown away when I see 300,000 people at Gay Pride Marches. Its interesting that out of 
all the social movements born in the late '60s, there's only one that still has the power to 
bring hundreds of thousands out on the streets on a regular basis. 

I just think, I was a Gay Liberationist first, I was a Gay Liberationist for ten years 
before the epidemic and right now we're under assault on all these different fronts. 
There's gonna be big battles about gays in the military, the right to marriage, domestic 
partners, custody, job discrimination, hate crime. In each of these struggles people are 
going to suffer and people are going to lose their children, and their families and people 
are going to be beaten and killed, but when you add it all up, even all it's all together, the 
total pales in significance compared to the toll that AIDS is going to take on our people. 
So for me it's very clear that in the whole range of issues facing gay and lesbian people, 
this remains the number one issue, and under the whole range of issues under the heading 
AIDS, research for a cure has to be a number one priority there. That's sort of where I'm 
at now, after being sick last year, kind of losing health for a while. I feel a little bit of 
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hope again. 

Hank Wilson I am very proud of my community. We responded. We created 
institutions that are now institutionalized. At the beginning they weren't on the map. We 
took care of ourselves. We took care of each other and that feels real good. However 
flawed we are, like all of these things, like the Shanti Model and all that, we did it. It 
came from real energy. To me, that's incredible. It's something that no one can take away 
from us, no matter how it plays out. 

In the End 

The organizations forming AIDS Inc. are striving to battle the epidemic. They 
are doing the dirty work that Congress has ignored. They are acknowledging a problem 
much of the rest of the culture would just as soon pretend did not exist. Many of those in 
AIDS Inc. could make more money in other places if they so chose. Nothing in life is 
perfect. Shilts ( 1992) put the imperfections of the AIDS response in San Francisco in 
context: "Sometimes we have behaved well in the face of AIDS, and sometimes we have 
behaved poorly, 

and always we have behaved as humans, for better or worse. " 
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Part VIII 
Parting Glances 
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Chapter Twenty-Six 

Ghosts Walking Down Castro Street... 
The First Generation of AIDS Was 



At the Shanti House on Market Street, when people die, families usually donate their 
books to the building library. Books are difficult to transfer. Between stacks of 12 -Step 
workbooks, mysteries, a Marilyn Monroe biography and a copy of Gone With the Wind, a 
stained green hardback sits. The cloth holding the binding is peeling. The book appears to 
have been doused with water at one point. The words on the cover, barely legible with wear, 
read, "And the Band Played On - Randy Shilts. " Diligently applied scotch tape holds the 
hard white top cover onto the green binding. Beneath the tape one reads two words, a name 
written in blue ink, perhaps that of the previous owner whose copy had been donated to the 
library. God knows how many PWAs' hands the beaten-up first edition has passed through, 
informed before they shuffled off this mortal coil themselves, like the original owner. They're 
gone; Randy Shilts is gone; most of those Randy Shilts interviewed for the text are gone. 
Most of the Stonewall Generation, most of the '70s migrants to the Castro are gone. Over 
100 people died at Shanti House during my two years there who might have picked up the old 
volume with a slight tint of mildew. Like every author of an AIDS book, I read And the Band 
Played On first, learned about the history of Market Street where we worked, watched Gay 
Pride, AIDS Candle Light, 49er Superbowl and Halloween cavalcades pass. Shilts informed 
us about the 1978 Gay Pride Parade on Market which Cleve led, galvanizing the crowd 
against the Briggs Initiative and then the two years later when he sat with Anne Cronenberg 
on the Ferris Wheel at Gay Parade 1980, wondering what the future held in store during the 
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last Gay Pride Parade of the Before Period. 

Leaves and sheets of newspaper accumulate in the front door area of the lobby at 
1594 Market as people move in and out all day. The first time anyone died during my tenure 
at 1594 Market, a gust of wind grabbed one of those newspaper pages, perhaps from an old 
Bay Area Reporter with its weekly list of obits from the Plague. The page flew out the front 
door along with a few leaves, through the August air out onto Market Street. Rob was gone. 
People seldom talk about the folks who have died at Shanti House. We don 't know where 
they are or what to make of it. "When I walk down Castro Street, I'm accompanied by 
ghosts, but always very proud, " Cleve Jones reflected in a 1990 interview (Fernandez, 
1991 ). Up Market to Castro, the same route he had lead his processions over the last 20 
years, Cleve met me for lunch at the Patio Cafe. I opened the 1987 copy of And the Band 
Played On from the building, wanting to know where Cleve was at, eight years later. I 
wanted Cleve 's words, Cleve 's response to the epic of his life Randy Shilts had chronicled 
through over two volumes and left behind, uncompleted. The now salt and pepper haired, 
slightly embarrassed Cleve Jones pleaded, "Lower your voice. " I read from the epilogue 
recalling a 1987 White House Demonstration and his thoughts: 

Much of what he had once dreamed for would not come to pass; Cleve 
accepted that now. In years past, Cleve and the other citizens of Castro Street 
had looked ahead to a time when they had rooted out prejudice against gay 
people altogether and healed the lives that the prejudice had scarred. They 
might be old men by then, but they would be able to entertain each other with 
reminiscences of the old days when they had all believed they could change 
the world, and know that to a certain extent, they had. Many of those people 
dead now, and Cleve accepted that most of his friends would be dead before 
they reached anything near old age. 

What hadn't changed for Cleve was the dream itself; what they had 
fought for, what Harvey Milk had died for, was fundamentally right, Cleve 
thought. It had been a fight for acceptance and equality, against ignorance and 
fear. It was that fight that had brought Cleve to Washington on this day. 

The number of AIDS cases measured the shame of the nation, he 
believed. The United States, the one nation with the knowledge, the 
resources, and the institutions to respond to the epidemic, had failed. And it 
had failed because of ignorance and fear, prejudice and rejection. The story of 
the AIDS epidemic was that simple, Cleve felt; it was a story of bigotry and 
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what it could do to a nation. 

The legacy of the nation's shame could be read in the faces that Cleve 
always carried in his memory, the faces of the dead. Cleve could see those 
faces now as he led the chant at the wrought iron gates of the White House: 
"Shame. Shame. Shame." Tears streamed down his cheeks as he raised his fist 
toward the Oval Office. He saw Simon Guzman and Bobbi Cambell..." 
(p.600-601) 

"Stop," Cleve whispered in a broken voice, from across the small table, a red teary 
face before the final line, "And, of course, he saw Bill Kraus." 
"Its tough, I got that way when I read it. " 

"I miss Randy. You know during the floods they brought in the helicopters to 
Gernville Cemetery and they all landed right on Randy," Cleve laughed with a sigh of 
catharsis. 

"That was eight years ago. What about those dreams ? How does one keep on 
living with those dreams?" 

"Well, they're happening baby. It's still going on. It's still happening. We're still 
doing it. I'm proud of it. It was all my idea and I started the whole thing." (Laughing.) 
"Last year, I gave up. Last year I was really depressed. But I think even in the worst of 
the depression, what I was sad about was that I wasn't going to get to watch it tomorrow. 
There's a very personal sort of sense of feeling ripped off that I wasn't going to be able to 
be an old man and sit around and tell these stories. And I very much wanted that but I am 
feeling better now. I've been feeling really hopeful the last almost six months now about 
being able to keep fighting again. I feel sort of pissed off that I cannot express very well. 
I'm not a very religious person but I think that there are clues out there and I do believe in 
good and evil. I believe that what we are doing is good, that the lessons we're learning 
from the epidemic transcend the epidemic, that it's about sanctity of life, sanctity of love. 
I just feel very much like I've been blessed and allowed to work with some of the most 
incredible people and that we have to touched millions of lives and we changed lives. It's 
not rhetoric. I know that to be true. I really know it to be true. Just while I was waiting 
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to meet you walking up and down this street, I had about 20 people just come up and say, 
"Gosh it's really good to see you alive." I just get this sense that there is a continuity and 
that there is a promenade. Good people keep trying to make the world better, try to stop 
fighting and try to teach people to love each other. In a weird way, the epidemic has 
advanced that understanding, at a terrible cost; I know I'm probably not going to make it. 
I still feel really amazed and privileged to be experiencing all this. 

When I was a little boy, my parents were sort of intellectuals. I never got much of 
an education myself. My parents were both college professors. But I used to read all 
these books. I just felt, I want to do something with my life. I don't want to have a job 
and family. I want to do something with my life, how? 

So last night actually turned out to be a good night, 12 years after Fighting For 
Our Lives, (the first AIDS Candle Light Vigil, Cleve came up with the title for the banner 
carried in 1983 proclaiming those words.) Tell me about last night? 

Last night was nice because I haven't been to an event like that in San Francisco in 
over two years and a lot of my friends thought I was dead I think. It was just very good to 
see everybody that's not dead. And then to remember, I think the first time I marched 
down market street was 73, '72, all the Harvey Milk Marches and the big protest 
marches. It's just I've been doing it for 20 something years. 

I would like to be remembered as a fairly ordinary person of average intelligence 
and good humor who did help. I think I have helped create some rituals that are going to 
be really enduring. Candle Light Marches, I started that, the rainbow flag, a whole range 
of stuff. These have been things that bind people together, better than rhetoric, better 
than ideology, and that's what I have done. 

White Nights and Ascending Shadows 

Cleve Jones The White Night Riot - It was pivotal. I don't know what I remember and 
what I've made up and what I'm repeating that other people have told me. But when I 
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think back on the 70s, it was so new. It was just so new. We'd never done this before. 
We'd never had the courage to do it before. It seemed like it was just the other day when I 
was saying to myself, where did all these people come from? Can they really all be 
homosexuals? There was all this awareness growing up in the cities, in the small towns, 
all over the place. I was living in Tempe, Arizona when I was first exposed to the notion 
of the gay community, a gay movement that was not just furtive meetings in bathrooms or 
parks or dark bars. That was brand-fucking new. Then there was this mass immigration, 
all of a sudden, right about 75, flooding into the city and forming these communities. 
Then I think, there was one very important time, and that was Harvey Milk, at least in San 
Francisco. The time of Harvey Milk was where it all jelled. The riot was a declaration of 
existence. We are here; we have come this far and no, we will not ever allow you to turn 
back the clock. It's such a weird little twist of fate that right at that point, as we got there 
then... I mean I thought when Harvey Milk got killed, what could happen next? What 
could possibly? Well, (Chuckles) talk to me now, you know, Harvey Milk one dead, big 
deal, talk about a million dead. 

The Ghost Dance Continues 

That's one of my favorite things. I talk about the ghost dance all the time. I think 
the closest thing we have to that is the unfolding of the quilt, that ritual. It's very simple 
but people dress in white and do this very choreographed thing of unfolding it. And it's 
repeated almost every day somewhere in the world. 

/ throw Art's untitled poem in front of his face: 

SIOUX DREAMED 

THE GHOST DANCE 

OUT OF HOPE AND GRIEF 

BELIEVING THEY COULD 
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DANCE BACK 
THEIR DEAD 
THE WARRIOR 
THE BUFFALO 



THE COMMUNION 
OF LIVING AND DEAD 
WAS FOR SOME 

TOO FRIGHTENING 

(I.E. POWERFUL) 

THE FIRST GROUP 

WAS DISPERSED 

(I.E. MASSACRED) 

BUT THE DANCE CONTINUES. 



PERHAPS WE NEED A NEW GHOST DANCE 

A DANCE FOR THE JEWS 

A DANCE FOR THE WITCHES 

A DANCE FOR THE GAY MEN 

A DANCE FOR COMMUNION AND HOPE 

I WOULD HAVE IT BE FRIGHTENING. 
"Yea, I would have it be frightening too. I talk about it (the Ghost Dance) a lot. I 
hope that it's not a complete rehearsal. I don't think that it is," Cleve concluded and went 
on telling this story. 



Final Words and Visions 

Some concluded with responses to the question, "If a historian from another era 
came back to earth to ask about the first generation of the AIDS epidemic, what was it? 
What was the first generation like, what happened? What would you tell h/her?" I asked 
every interviewee for final words. Some expressed greatfulness and contemplated the 
future or if there was even a point; others cut things short, "I don't know, fuck it. Now 
those are words of wisdom, " Brad contributed with a smile and a puff of his cig. Others 
recalled their own histories and envisioned another ghost dance: 
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Jay Segal I actually hate something which is a real itty bitty small microscope type thing 
to see. I have the utmost respect for it, know all about it. I've seen it multiply in an 
electron microscope. It's just incredible, mind boggling how much comes out that fast. 

Raoul Thomas I almost look at it like it's an alien organism visiting from another place 
in the universe to teach us but it all involves tragedy. I don't see that too much other stuff 
comes out of AIDS. The whole thing around AIDS and children, it's all just tragedy to 
me. To tell you the truth, I wish we weren't doing this. It's like a bad dream really. 

Paul Greenbaum Every group has its particular challenge. For my father it was W.W. 
I; for myself it is a disease. But everybody dies. 

Marija Mrdjenovic Well, right now, I really didn't realize this, but I am one of the few 
women who will talk about AIDS and talk about it in great detail. I'm also not sitting 
here saying "Government is really wrong," and, "this is really wrong." I know what's 
wrong about this situation. There's a great deal of greed here; there is a great deal of 
resistance here, that is historical. I guess what I need to see is more changes. If I could 
change the minds of doctors and get them to change the minds of pharmaceutical 
companies on what is the right way to treat a patient and what isn't Right now, it's really 
a puppet-master situation. If I could get out there and not only let women know that they 
can challenge the situation, that is what I'd like to do. I'd like them to know that I don't 
intend to just sit here and die. And I think a lot of the well-meaning artists still think that 
people will just sit down and die. I'm just not going to be one of them. (Laughs.) 

Postscript, After the interview, I asked Marija if she would be willing to have her 
picture taken for the book. She said that would be fine. So, a month later I called and 
left a couple of messages about set up a time for the photo shoot and didn't hear back 
from her. One night at work, I picked up my messages and there one from Marija 's 
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husband: "Ben, I am sorry I didn 't get back to you earlier. I don 't know how to say this, 
and I hate to say this on the machine, but Marija died. She went home to visit her 
mother, got sick and never came out of it. " 

Richard Chavez People are living on the streets with AIDS; people are living on the 
streets, period. We're going to have to pay for that as a country, as a consciousness. 
Something wrong will happen, Karma, I guess. And we're already seeing it. We're not 
living in a country of wealth any more. I think we're paying. Society is moving 
from civilized to uncivilized. The shadow of our country is coming through, starting to 
raise its ugly head. 

G'dali Braverman I think that I will die and another 20 to 30 years of this epidemic 
will continue. I think that the next one to two generations of gays and lesbians will be 
decimated, gay men, not really lesbians. I think we'll lose most of those generations. I 
think that the community will take another ten years to reorganize and begin looking at 
how to really re-confront this issue, AIDS. 

The First Generation Was .... 

Nancy Lemoins I think it's like at the beginning of any movement, it had a lot of heart. 
The way that communities came together, some faster than others, in proportion to the 
need was pretty amazing. It's never going to be like this again. I think it's like AIDS in 
Africa; when really huge amounts of people get it, it stops being personal. That why I 
want to do art so it stays personal on some level. 

Hazel Betsy The First Generation of AIDS was a time when 

people were dropping like flies. People were just dying. It seemed like people got 

diagnosed and died the next week. But what was happening back then was nobody knew 
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they had it and by the time they found out they had it, it was too late. They already had 
KS or they already had PCP. There was no preventive measures for PCP. So they got 
this pneumonia and they died. There was no Septra, no this, no that. I have a friend who 
was down at San Francisco General Hospital that saw doctors freaking out, families 
freaking out. People were afraid to have sex for a while. I saw other people committing 
suicide. There was fear everywhere, fear of people finding out that their kids were gay, 
"Don't tell me that, you're going to get AIDS," fear of children who got infected through 
other ways. (Laughs.) It was scary, terrifying but it wasn't something that I was going to 
get. 

Brad Sherbert It was deadly, because when people first started getting sick they very 
seldom lasted more than six months. It was just massive paranoia everywhere, back in 
the early '80s, even among the gay community. 

Robin Tichane I have every confidence that in 50 to 500 years, because of my use of 
conservation technique, my stuff is going to be around and communicating to future 
generations. This was what AIDS was like and the experience of it in the late 20th 
century. 

John Cailleau In some ways, it's brought me closer to some people because we have 
this common denominator of living in a community where people are dying, so that 
people with whom I might not have had an especially strong bonding, at least now we are 
members of this ship that is not exactly on fire and it's not sinking but something is going 
on.Now that I look at my current circumstance, I have had a stroke and I have this 
chemical sensitivity and I'm still HIV positive, I'm not nearly as depressed as I was then. 
It proves there's some truth to the time heals all wounds thing. 

As a community or as members of this village population, we have had to go 
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from big muscles and flat stomachs and being 20 and 30 something to getting old and 
dying and walking with canes. You look at the Castro now and it's not that unusual to see 
somebody with the thinness of wasting disease who is walking on the arm of a friend, and 
some of these super bodies that have just shrunk on the inside. It is as much a statement 
of the strength and character of the gay community that we have managed to survive and 
continue to incorporate them into the community rather than pushing them out onto an ice 
float to die. But what also has happened, now that the dream landscape of Castro and the 
San Francisco of the 70s disappeared probably not to return within our lifetimes, many 
people have since said screw it and moved to Seattle or back home. They disappear and 
die. Most of my close gay friends have, for the most part died or moved. There is a bond 
among gay men and some lesbians because we had to grow up in this culture that said 
who we were is not OK. We weren't supposed to be who we are and with that shared 
experience there was a natural bonding. AIDS has not destroyed the bonding but it's 
displaced the people and the bodies. 

Hugo Manzo I am very tired. I have had HIV for seven years. That is a long time. A 
lot of people think I look healthy and fine but they don't know how sick I really am inside. 
My body is like a shiny red apple with worms running through, eating away at it. I know 
its ready to start decaying. If I were to die tonight, tomorrow, it would be the happiest 
day of my life. Sometimes I wish I would. 

Robert Boulanget Now we live a little bit more. It's heavier but a different kind of 
heavy. It's more the real thing. I keep saying to this friend of mine that I'm blessed. It's 
kind of weird to say you are blessed because you have AIDS but that, at least I know I've 
got my AIDS. I figure that the whole world's got AIDS in a way. Everybody has some 
sort of AIDS. They all have to put up with something and there's nothing worse than 
AIDS. The young girl who is kidnapped and molested, I mean she's got AIDS for life. 
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It's just as bad for her as for me to know that I may die next week or may get real sick 
tomorrow. So I can't say that I'm worse off than they are. It's just all relative. It's a 
disease that the world has. The United States has got AIDS in a way, being eaten up at 
the core by something. This is like an illusion. You know you are surrounded by beauty 
here. I guess it takes the roughness of reality away and creates like a screen that you look 
at. It's good although, I keep thinking all of our days are counted, if not that, for 
something else. My God, some animals and some plants live an hour. So whatever it is 
we are here for, no matter how long it takes, when you get it done, you get it done. 

Cities Crumble 

Jay Segal There's a whole age group that seems to be missing, that's my age group in the 
forties. This is when you peter out. I've seen all my friends peter out. That's why I don't 
understand what's happened to me. I'm getting healthy. I'm getting better. 

Robin Tichane The biggest social change in my life in the period of my diagnosis has 
been massive loss to AIDS of my companions and friends. In 1982, there were an 
estimated 40,000 gay men in San Francisco between the ages of 25 and 50. By 1992, 
virtually all of the 10,000 deaths from AIDS in San Francisco came from this group. 

When I Look Bach on What We Did and Those Who are Gone 
Hank Wilson I see some incredibly strong people who aren't here. I have a lot of 
sadness. I have people that I used to call up at night and we would bullshit and talk. I 
don't have people like that now. That was fun and I still remember that. I still value that. 
They are a strength. I think we were very lucky. I've been very lucky. I've worked with 
some incredible people. I think at one time we magnetized a lot of people who came here 
who had a lot of vision and we fed on each other's energy. I remember a group of people 
who moved this community forward who didn't have personal agendas, who asked the 
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hard questions when they needed to be asked, who were not career people. They weren't 
career politicians or career in the industry. That really helped. It helped. It used to be 
that I would go to a community meeting and I would look around and I would see two or 
three honest ethical people in there. It didn't matter, you knew if they were present. I still 
think of them when I go to a meeting and I want to be powerful or do what's right even if 
it's not popular. They're my role models. We gave each other support and not before the 
meeting. We're at the right place at the right time to make history and we have been since 
the 70s and we still are. This is what's been very special about San Francisco. 

I still feel like that. I just have to get renewed, which still happens. I hope for 
continuity but right now we have a new generation and they don't even know what they 
did. What makes me feel sad now is The challenge to me now is, with my health and my 
health is shaky: What do I do? What do I want to make a contribution to? Where's the 
collective memory? Where does what we did help the next generation? Right now, on 
that particular issue, I feel really sad. I also want people to know, like on the teacher 
victory, we knocked doors down! Nobody opened the doors. We knocked them down. 
Institutionally, we really need to teach people our history. I really want people to know 
that history. We've been lucky because we've done it here and whatever we do here gets 
credit for gay people. If we can make a model city, we benefit. 

Dan Vojir I straddled a time that was very very good. When I was coming out there 
were places that were both gay and straight or they turned gay after a certain time. I'm 
really appreciative that I could see the time from the '60s to the early 70s when things 
were still so tight that it was just really weird to be gay, really outcasts. You can't 
imagine what we had to go through back then. I wouldn't be in a different time slot in the 
century, I'm very appreciative of when I was born. I stick to my premise, go back to the 
Group, to the ones who took the government jobs who never got out of Illinois. For every 
one of them, I've lived three lives, three of their lives. 
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JohnCailleau ...The Obits.... 

So much of my life has become a daily straggle around disability status. The 
memory of all that is what has kept me in San Francisco. Even today when I realistically 
look around and have a lot of reasons to leave I continue living here. Most of my friends 
have already died. I read the BAR now and I don't know anybody. I don't even recognize 
the faces. They're all gone. It's all of these people from the period I'm talking about late 
'70s and early '80s who are dead now. All those associates from the early '80s and late 
'70s are gone. It moves me just to think about it. Now when I read the obits I don't know 
anyone who has died that week because everybody I know died months, or years, ago. 
There's two kinds of obits, those that I had personal contact with somewhere in my life 
here in the city like former roommates or people who were former customers or fabric 
printers. Then there were the people who were just he anonymous faces who I would see 
see at the parties and on the streets and who I never really knew. I'd open up BAR and 
there was this face, turned out to be so and so and so and so. So many faces of people I 
used to see around all the time who I never really knew, those faces whose I only got to 
know when they are gone. The first time that I learned that that guy with the big 
knuckles and a crew cut and a mustache was Joe So and So from such and such a town. 
He was just what I would call one of the village people. Just the other day I was reading 
the BAR and I saw an ad for a wheelchair and leather chaps. As far as I'm concerned, 
that tells it all. If I talk about it it begins to get to me. I'm really not back from that. Face 
fogs. I'm not surprised by my reaction. It is a powerful feeling. It's all the little griefs 
that never were big enough to get expressed at the time. It's like all the sexual energy that 
built up and built up. 

Dealing with HIV is the final polishing of a person's soul. You take a bunch of 
rough stones, you put them in the tumbler. They're just rocks when they go in. You run 
them for a few years and they turn out to be polished and beautiful. If a person can make 
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it and live in the world with AIDS or HIV and meet the challenges inherent in that, which 
in my case is patience, then if I die so be it. I go into the great cosmic pool of 
consciousness. 

I have lived in the best of times as far as seeing change and I have lived in the 
worst of time as far as seeing my friends dying all around me. So it balances out to an 
extent and I am able to handle it, although at times with great emotion. It's just part of my 
life that I relish like a big steak after a week of being a vegetarian. So the chance to talk 
and search down there and pull them up is a great gift. It was the most wondrous time 
that I could possibly imagine. 

Robin Tichane Very few people are taking the distance to step back and say "its already 
10,000 and it's certainly going to be another 25,000 in this little town." That's what 
artwork is for - both perceiving the inner, the invisible as well as the big picture. That's, I 
think, beginning to happen with my work. It has both that inner, you know looking in and 
the big picture which is kind of staggering. 

David Pattent If I had a dream, it would be to have all my friends who have died to a 
cocktail party, to be able to sit and talk to all of those hundreds and hundreds of people 
that have died and just talk to them and ask them "What's your perception?" and to be 
able to have that reality back again and not feel that sense of loss, knowing that that a 
person is no longer a part of the reality. They may be a part of the experience, but they're 
not part of the reality any more. 

Peter Groubert Cycles of Peter's life form from a generation ago. 95% the people 
in his basic training, "They died," Peter recalls. 80% of the people in his engineering 
training died. From 1982 to 1986 he waited to die but didn't. "And all my friends died," 
Peter recalls. From Viet Nam through AIDS, death of those around him marks the 
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decades of Peter Groubert's life. In terms of a psychological space for them: The people 
I lost through the war, it's much easier to understand. They were friends and we lived 
together in the barracks. I knew them and knew stuff about them but then we separated 
and they died. I heard about it and it was definitely a loss. But as people started dying in 
my community, these were people that, many of them, I had liked, loved and was very 
intimate with. I shared feelings with them. You know, at the beginning I was numb. As 
each one that died, I guess I was glad that it wasn't me and I was sad that it was them. I 
constantly find myself walking down the street and seeing somebody that I know and then 
all of a sudden I realize that they are dead and I sigh a big sigh. And I'll stop and then I'll 
think about something nice about them and I'll smile. It turns a feeling of emptiness into 
a nice memory. 

My Christmas list for cards, I went over it the year before last and there were 80 
names missing from my list. There are hundreds missing from my rolodex, truly 
hundreds. And now there's very few people. I think maybe seven or eight that I know are 
still alive and I see them at the fairs and at parades. Some of them are people that were 
just nod and hello people on the street, acquaintances, and now we give each other big 
hellos and hugs sometimes cause we all realize that we're the end of a group, the end of 
an era. 

I'm no more spiritual than I ever was, which is not much at all. I believe that God 
is within all of us and we're just here to help ourselves and see what kind of an impact we 
can have. Not everybody can. I think it's up to each of us to strive and to do something 
to leave some kind of a mark. When I have those feelings that I see somebody I know 
when I am walking and I realize that they are not alive any more, I think of something 
pleasant, some nice memory, I've brought them back to life, they are still around. Their 
life was a success. They've left many good memories behind. 

Cleve Jones What did we do? Who were we? I think we were the people who created 
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the concept of the gay community. I think we were the people who went from nothing to 
one. I think we took the greatest risks and probably got the greatest reward, certainly got 
to witness the greatest change. I'm glad I'm not your age. I would not want to be young 
right now. I'm glad I was born when I was born. I'm glad I got to see what I got to see. 
But I am very thankful I had the time I had before the epidemic. 

I think the experience of the first AIDS generation, for people was that we share 
the experience of having been a very small group who knew, at the very beginning, that 
what happened to us would happen to the rest of the world. That's part of it, that terrible 
frustration of screaming as loud as you can scream and no one can hear you. I don't think 
the following generation has quite had that experience. It's the total silence, a total lack 
of response. 

Peter Groubert Bill Kraus' name came up as Peter talked about the Bathhouse 
controversy, "I used to date him. I have pictures of him somewhere." Then Peter pulled 
out an old photo album to look at 
pictures of old friends. 

"There's Armistead.... This is '83." Points out another shirtless guy in the June 
sun. "This is Steve Hutton. His grandfather was E. F. Hutton. 'When Hutton talks, people 
listen.' This is Peter Berlin, the famous porn star. Old boyfriends and stuff, most all of 
them are dead," Peter observes matter-of-factly and, as quickly as he had said it, he turns 

to the next page of pictures. "Ah, this is Gayday '83 There's my Mom and my Dad 

and there's me. My brother's old girlfriend.... This is Gayday Parade, um, all dead..." 
Picture after 

picture. "I could point our lots of them there, all gone. All right well these are..." This 
time his voice drops and trails off as he looks. "I don't know." Peter clears his throat as 
he closes the scrapbook. 
"I'll find Bill later. I have lots of books." 
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Epilogue' 1 - "All we ever hear is 'so and so's dead' and 'so and so's 
dying'" 

As HIV settles into its place beside other such failures of the American political 
landscape as the Civil Rights Movement and the War on Poverty, it is easy to allow it to 
become an abstract concept. October 1996, the AIDS quilt Cleve dreamed up was displayed 
in the Capital Mall for a last time. Stretching well over 15 football fields, it stands ever a 
testament of national priorities having shifted away from handling social problems such as 
AIDS, such as poverty. The world's largest piece folk art has grown too large, too many 
contributors, for another complete showing (Wilson, 1996). The first generation of AIDS is 
over. A new generation of Americans are coming of age who were not even born when New 
York Times first reported, "Cancer Outbreaks Among Homosexuals," in 1981 (Airman, 1981) 
and have never known a world in which AIDS did not exist. Today, one out of every 92 
American men between 27 and 39 has HIV ("AIDS Stats"). 

1995 & 6 have seen significant progress in understanding of the immune system and 
the opportunistic infections that kill PWA's (Jones, 1995). And unlike the grim days of '94, 
policy windows are opening which offer the opportunity to actually do something about it 
(Kingdon, 1984). The country appears ready to pay attention to news about HIV again. After 
an apologetic return in '92, Magic Johnson stepped out of retirement in '96 with a message 
for his times: "Deal with it." The same week, Dr. Anthony Fauci of NIH met with President 
Clinton to discuss a blueprint for closer cooperation between the Federal Government and 
private industry to advance the way for an AIDS vaccine (Altman,96A). Newsweek utilized 
Johnson's return as an opportunity report new scientific insights about HIV as cover story. 
With Magic striking a Superman pose, opening his business suit to reveal a Lakers jersey, the 
February 12 cover read: "New Hope for Living Longer with HIV: Its More Than Magic." 
"You gotta give em hope," Harvey Milk repeated. 
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Optimism has re entered the battle (Ness, 96, Snow & Hanbrook, 96, James, 96) and 
been confirmed by reports from the 1996 Vancouver AIDS Confrence (Altman, 
96D,E,F,G,H,I Dunlap,96B, Dunlap&Fisher, 96). The steps to make HIV a chronic 
manageable infection and discover a cure will be found if dollars are invested (Jones, 1995). 
With record speed, the FDA approved three new AIDS protease inhibitors early this year 
(Hilts, 96B, Hitchcraft, 96). Tripple drug therapies are now coming close to repressing HIV 
to near zero (Altman, 96B, Susman, 96). New insights about the route of infection and gene 
makeup of PWA's make further breakthroughs possible (Altman, 96J, Leary, 96, Maugh U, 
96). 

In addition caution, always at bay with the cancerous epidemic, remains part of the 
battle. Questions remain about who will be able to afford the new, by no means inexpensive, 
AIDS drugs (Gallagher, 96, Cowley, 96, Altman, 96C, Kramer, 96, Waldholz, 96). These 
questions of access and equability offer AIDS activism a way out of the Huis Clos. 

As the last decade of false starts and disappointments have painfully illustrated, the 
new AIDS treatments must be viewed with skepticism (Rotello, 1996). Only a few years ago, 
it was AZT that produced this same jubilation. Many of the early tests for AZT were halted 
early because of the initial success in the short term. The same could be the case with 
protease inhibitors (Mirken, 1996). 

For a while there, the minimization of Leprosy, the eradication of Smallpox, and the 
near eradication of Polio demonstrated that the battle against infectious diseases appeared 
over. These successes reflected the possibilities of science moving us toward the eventual 
perfection of human life (Kurtz, 1984, P. 9). As the century winds down, however, a 
resurgence of infectious diseases looms. AIDS may be the tip of the iceberg (Lederberg, 
1996). 17 million died of infectious diseases in 1995 alone (Fletcher, 1996, Butts, 1995). 
AIDS culminates a century of uncertainty. As the story this disease demonstrates, our 
successes are always relative. And, in turn, it forces us to acknowledge the limits of science 
(Horgan, 1996) and policy in solving intractable problems. 
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The cycles of the life and disease continue. Stories about disease eventually all fall 
into the same form. Whenever it looks like we are about to pull ourselves out, a new test 
returns malignant. In the end, they all become retreads of Defoe's A Journal and a Plague 
Year and Camus' The Plague. "All we ever hear is 'so and so's dead' and 'so and so's 
dying' and if there were anyone left to mourn, the whole place would be filled with wailing 
and weeping," Boccaccio's heroines of 14th century pestilent Florence complained in perhaps 
the first work of pure fiction, The Decameron (p. 60). Apprehensions regarding conventional 
morality tend to go out the door in the face of mass carnage. The Decameron, not unlike 
today's narratives on HIV, in its contrast to the stark realities of life during plague time, 
marks a moral transition from Medieval chastity into a modern Renaissance and the dawning 
of another humanistic epoch. The degree to which AIDS has transformed our culture will be 
up to the historians to debate. Plagues offer insights into the contours, the mysteries of the 
shape of time. They offer us inspiration to escape from our realities to other worlds, to other 
tales. Boccaccio relieved his heroines by sending them out of the Church of Santa Maria 
Novella, where they had taken refuge, to the Tuscan country to tell stories. As stories are 
prone to do, they sustained them. 

Early in the interview process, I talked to a man whose dementia intensified 
between interviews. At the end of the final interview he stopped, got up and vomited. 
When he sat back down he stared earnestly and told me, "Ben, if you can do anything, tell 
the world this isn't a joke." He died two months later. Art, Marija, Phillip, Mike (and 
others) all died after their interviews. On Chistmas eve 1994, Fenton Johnson addressed 
the need for our secular culture to allow itself room to ponder the mysteries behind these 
deaths and lives. His call for memories of lost friends and a place for story-telling speaks 
a great deal for what is missing in our reified, celebrity-obsessed culture: "I remember a 
story of someone gone from my life, and tell it to somebody else, and in the telling of that 
story take my proper and necessary place in the chain of being." Through the story-telling 
process, the grieving, the laughing, this cycle of being, we preserve memory of the quieter 
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voices behind this, one of the most important social histories of our time. The suffering, 
the lost friends behind the pandemic, are not abstract concepts. According to the World 
Health Organization, HIV has taken 20 million adult lives. More than a million people 
died last year (Fletcher, 1996). As we witness them, these voices help illuminate the 
concept that behind each of these deaths lived a human being 
with a story. Their deaths leave a huge void, a chasm. 
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